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ABSTRACT
The  Development  of  a Support  Group  Curriculum
for  Parents  of  Infants  Hospitalized  in  the  Neonatal  Intensive  Care  Unit
of  Children's  Hospitals  and  Clinics-Minneapolis.
Methodology:  Program  Development
Pamela  L. Dehkes
2001
The  birth  of  a premature  infant  can  be an emotionally  devastating  experience  for
most  families.  The  separation  of  caregiver  and  child  during  tnis  time  can  also  inhibit
behaviors  that  facilitate  healthy  parent-child  attachment.  Research  suggests  that  adequate
parental  support  during  the  time  of  hospitalization  can significantly  reduce  the  negative
effects  of  an NICU  experience,  which  can  reduce  the likelihood  of  later  parent-child
attachment  iSsues  and  foster  better  developmental  outcomes  for  the  child.  The  focus  of
this  thesis  is a support  group  curriculum,  which  has been  developed  using  both  the
research  regarding  the  NICU  experience,  and  a parent  survey  taken  in  the  NICU  of
Children's  Hospital.  The  curriculum  is designed  for  both  mothers  and fathers  of
premature  infants,  and  is to be co-facilitated  by  a NICU  social  worker  and  the  unit
chaplain.  The  group  will  provide  opportunities  for  discussion,  problem  solving,  and
education  with  other  families  going  through  the  same  experience.
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1Chapter  One
Introduction
According  to the American  Association  for  Premature  Infants,  over  400,000
premature  infants  are born  in tbe United  States each year (www.aapi-online.org).
Premature  infants  are routinely  brought  to Neonatal  Intensive  Care Units  (NICU).  These
units  contain  the most  advanced  medical  equipment  available,  and are staffed  by doctors
and nurses who specialize  in taking  care of  these fragile  infaxits. Premature  infants  are
bom  at risk  for  a myriad  of  problems  such as, Respiratory  Distress  Syndrome,
intraventricular  hemorrhages,  and severe bacterial  infections.  These infants  can  also
develop  complications  related  to their  heart, bowel,  and eyes. Premature  ixifants  are  not
the only  infants  hospitalized  in NICU's.  Infants  born  with  genetic  anomalies,  congeni';al
anomalies,  surgical  complications,  and birth  related  complicatioris  are also seen  in  the
unit. Some premature  infants  are able to eat and grow  and have an unevent:tul  hospital
stay, but a majority  experience  at least one of  the above mentioned  problems.  These
infants  are o'Jten hospitalized  for  months  at a time,  leaving  many  families  stressed well
beyond  their  coping  abilities  (Bachman  and  Lind,  1997).
Families  who  have infants  hospitalized  in Neonatal  Intensive  Care Units  often
become  overwhelmed  by the physical  and emotional  intensity  of  the experience.  Parents
experience  feelings  of  worry,  sadness, anger, guilt,  and an.xiety. Families  live  in  a
constant  state of  fear  that  their  baby  will  not  survive,  or will  have devastating
developmental  disabilities  (Affleck,  Tennen,  Rowe  and Higgins,  1990;  Bachman  and
Lind,  1997;  Hughes  and McCollurn,  1994;  Miles,  Funk,  and Kasper,  1992).  Parents are
2also  confounded  by  the  multitude  of  staff  they  must  interact  with,  the medical
terminology,  and  the  physical  sights  and sounds  of  the  NICU  (Affleck  et al., 1990).
Research  indicates  that  the  birth,  and subsequent  hospitalizaticn  of  a premature
infant,  can  impede  the development  of  a healthy  attachment  between  infant  and  caregiver.
The  early  separation  of  parent  and child  can  also  be a contributing  factor  in  cases of  child
abuse  and  neglect  (Affleck  et al., 1990;  Meyer,  Garcia  Coll,  Seifer,  Rarnos,  Kilis,  and  Oh,
1995;  Noble  and  Hamilton,  1981;  Siefert,  Thompson,  Ten  Bensel,  and  Hunt,  1983).
Previous  research  suggests  that  parents  who  have  adequate  support  have  a more
positive  NICU  experience.  According  to the  literature,  a positive  NICU  experience  may
facilitate  a healthier  parent-child  attachment  and  better  developmental  outcomes  for  the
child.  Support  groups  for  parents  of  premature  infants  have  also  proven  to be successful
in alleviating  stress  and enhancing  the  parent-child  bond  (Cobiella,  Mabe,  and  Forehand,
1990;  O'Brien  and  Dale,  1994).
This  thesis  will  present  a support  group  curriculum  for  parems  of  infants
hospitalized  in  the  NICU  of  Children's  Hospitals  and  Clinics-Minneapolis.  The  research
question  addressed  in  this  thesis  was:  what  are the  common  issues  experienced  by  parents
of  infants  hospitalized  in the  Neonatal  Intensive  Care  Unit?  This  curricaltirn  has been
developed  in  order  to address  the common  iSsues  experienced  and  expressed  by  parents
of  infants  hospitalized  in  the  Neonatal  Intensive  Care  Unit.  Two  sources  of  data  were
used  in  the  development  of  this  cwriculurn.  The  first  source  of  data  came  from  a parent
survey  distributed  by  the  two  unit  social  workers  in  'ihe spring  of  2000.  Th  author  was
not  involved  in  the development  or distribution  of  the survey.  The  raw  data  from  the
survey  was  later  given  to the author  to compile  and  utilize  in  the  development  of  the
3curriculum.  The  survey  utilized  both  qualitative  and quantitative  research  methods,  and
was  self-administered.  The  second  data  source  was  the literature  review  of  the  author.
The  support  group  has been  designed  as an open-ended  group  to be held  in  the nospital
on a weekly  basis.  The  group  is to be co-facilitated  by  a NICU  social  worker  and  the uriit
chaplain.  The  group  will  provide  opportunities  for  discussion,  problem  solving,  and
education  with  other  families  going  through  a similar  experience.
4Chapter  Two
Literature  Review
Emotional  Impact
According  to the  literature,  the birth  of  a premature  infant  is an overwhelming
experience  for  most  families.  The  parents  of  premature  babies  experieiice  a wide  array  of
devastating  emotional  responses  (Bachman  and  Lind,  1997;  Hughes  and McCollum,
1994;  Mahan,  Krueger,  and Schreiner,  1982;  Miles,  Funk,  and  Kasper,  1992;  Moehn  and
Rossetti,  1996;  Noble  and  Hamilton,  1981;  Smith,  1986).  Many  parents  mourn  the loss
of  the  perfect  full  term  baby,  while  simultaneously  blaming  themselves  for  the early  birth
of  their  child  (Mahan  et al., 1982;  Nobel  and  Hamilton,  1981;  Smith,  1986).  Parents  are
often  deluged  with  thoughts  of  worry,  sadness,  anger,  guilt,  and  anxiety  over  the
prognosis  and  survival  of  their  baby  (Affleck,  et al., 1990;  Bachrnan  and  Lind,  1997;
Hughes  and  McCollurn,  1994;  Miles  et al., 1992).  These  feelings  can  be exaggerated  for
mothers  due  to the  effects  of  postparturn  depression.  Father's  tend  to experience  intense
feelings  of  anxiety  due  to the loss  of  control  over  their  family  situation  (Bachrnan  and
Lind,  1997;  Miles  et al., 1992).
The  physical  environment  of  the  NICU  also  overwhelms  many  parents  (Dobbiris,
Bohlig,  and  Sutphen,  1994;  Hughes,  McCollum,  Sheftel,  and  Sanchez,  1994;  Moehn  and
Rossetti,  1996).  The  physical  appearance  of  not  only  their  baby,  but  of  all  the babies  in
the  unit,  can  be very  distressing  for  parents.  The  vast  array  of  medical  equipment  used
with  each  child,  along  with  the  constant  sounds  of  beeping  monitors,  alarms,  and
ventilators,  can  be very  intimidating  for  many  parents.  In  a minimal  amount  of  time,
parents  may  be introduced  to an army  of  neonatologists,  nurses,  cardiologists,  social
5workers,  chaplains,  and  respiratory  therapists.  This  situation  may  increase  feelings  of
confusion  and  chaos  (Affleck  et al., 1990;  Bachrnan  and  Lind,  1997;  Hughes  and
McCollum,  1994;  Miles  et al., 1992).
Lack  of  Support
Parents  of  premature  infants  may  also experience  feelings  of  great  isolation
(Affleck  et al., 1990;  Mahan  et al., 1982;  Noble  and  Hamilton,  1981;  Smith,  1986).
Parents  are often  in  a state  of  initial  shock  after  their  premature  infant  is born.  Families
often  have  no one  to talk  with  who  can  understand  what  they  are going  through.  Friends
and  family  of  parents  with  premature  babies  may  be at a loss  as to how  to support  the
family.  Many  premature  infants  are in  the  NICU  for  months.  As  time  progresses,  friends
and  family  will  often  stop  calling  or visiting  due their  uncertainty  over  how  to respond  to
the  situation.  Parents  are often  left  alone,  vulnerable,  and  in desperate  need  of  support
(Mahan  et al., 1982;  Smith,  1986).
Compromised  Parent-Child  Attachment
The  literature  indicates  that  parent-child  attachment  can  be seriously
compromised  by  the  birth  of  a premature  infant  (Bruns,  McCollum,  and  Cohen-Addad,
1999;  Meyer  et al., 1995;  Miles,  Funk,  and  Kasper,  1992;  Moehn  and  Rossetti,  1996).
Various  studies  have  also  indicated  that  early  separation  between  mother  and  child  can  be
a contributing  factor  to child  abuse  and  neglect  (Mahan,  Krueger,  and  Schreiner,  1 982;
Moehn  and  Rossetti,  1996).  Premature  infants  are often  separated  from  their  parent's
immediately  after  birth,  and  it  can  take  up to a week  before  a mother  is able  to physically
go and  visit  her  child.  During  the early  visits,  parents  may  be unable  to touch  their
infants  due to the extreme  sensitivity  of  their  physical  condition.  The  lack  of  physical
6and  voice  contact  can  compromise  the development  of  attachment  bonds  that  are
typically  made  during  this  time.  Premature  infants  are frequently  more  unresponsive  and
irritable  than  full  term  infants.  This  may  create  a situation  in which  it is difficult  for
parents  to begin  the  bonding  process  with  their  child  (Moehn  and  Rossetti,  1996;  Siefert
et al., 1983).  The  emotional  impact  of  the  birth  of  a premature  infant  can seriously  affect
the  parents  ability  to take  on the parental  role,  which  may  also  have  a later  irifluence  on
the  parent/child  bond  (Bruns  et al., 1999;  Mile  et al., 1992).  Negative  memories  of  the
NICU  experience  can  also  influence  a parent's  later  ability  to bond  or attach  with  their
child  (Affleck  et al., 1990;  Bruns  et al., 1999).  In  surnrnary,  "...maternal  stress  and
depression  through  their  impact  on the  quality  of  parenting  and  the  caregiving
environment  can  have  deleterious  effects  on  parent-infant  interaction,  as well  as the
cognitive,  emotional,  and  social  developmental  outcomes  of  the  infant"(Meyer  et al.,
1995, P.412).
External  Family  Stressors
The  literature  also  suggests  that  the  birth  of  a premature  infant  can  have  a
negative  affect  on total  family  functioning  (Dobbins  et al., 1994;  Hughes  and  McCollum,
1994;  Mahan  et al.,  1982).  Family  routines  are often  disrupted  as parents  struggle  to
maintain  regular  visits  with  their  child.  Much  of  the  parents'  energy  is devoted  to the
premature  infant,  which  leaves  little  time  or energy  for  the  care  of  other  chiidren  or for
routine  activities  such  as cooking,  cleaning,  or  running  errands.  Maintaining  employinent
can  also  be a major  challenge  (Hughes  and McCollurn,  1994;  Mahan  et al., 1982).  Parents
of  premature  infants  are also  struggling  to help  siblings  make  sense of  what  has happened
to their  brother  or sister.  Many  NICU's  have  very  limited  visiting  times  for  siblings,
7which  only  increases  the confusion  experienced  by  the children  as they  are not  allowed  to
see their  sibling  (Hughes  and McCollum,  1994).  Financial  issues  also  become  of  great
concern  to many  families  (Hughes  and McCollum,  1994;  Noble  and  Hamilton,  1981).
Negotiating  the  health  care  system  can also  be very  overwhelming  to parents  during  this
time  (Noble  and  Hamilton,  1981).
Empirical  Research
Research  indicates  that  the hospitalization  of  an infant  due  to prematurity  is an
extremely  distressing  time  for  families  (Hughes  and  McCollum,  1994;  Miles  et al., 1992;
Noble  and  Hamilton,  1981).  Loss  of  the  parental  role  is reported  to be the most
prominent  stressor  experienced  by families  of  a premature  infant  (Bruns  et al., 1999;
Hughes  and  McCollurn,  1994;  Miles  et al., 1992;  Noble  and  Haniilton,  198]).  Other
family  stressors  include,  the infant's  appearance,  the environment  of  the  NICU,  and fear
of  the  infant's  death  or long  term  health  problems.  In  one study,  almost  50o/o of  the
families  in  the  NICU  were  experiencing  one  or more  of  the  above  named  stressors
(Hughes  and  McCollum,  1994).  Studies  also  indicate  that  many  families  experience  stress
related  to lack  of  communication  from  medical  staff,  concerns  about  medical  expenses
and  other  financial  worries,  the maintenance  of  family  routines,  and  the unpredictability
of  their  child's  condition  (Hughes  and  McCollum,  1994; Miles  et al., 1992;  Noble  and
Hamilton,  1981).  Parents  often  experience  strong  feelings  of  guilt  over  the birth  of  a
premature  infant.  Mother's  in  particular  feel  that  they  may  have  done  somethirig  to bring
about  the  early  birth  of  their  child  (Miles  et al., 1992;  Hughes  and  McCollum,  1994).  In
one  study,  almost  25%  of  the  mother  blamed  themselves  for  the  premature  birth  of  their
child  (Hughes  and  McCollum,  1994).
8According  to the literature,  perinatal  stress  due to the birth  of  a premature  infant
can  have  later  negative  implications  for  the  parent-child  relationship  (Affleck  et al., 1990;
Meyer  et al., 1995;  Moehi'i  and  Rossetti,  1994;  Noble  and  Hamilton,  1981;  Siefert  et al.,
1983).  In  a longihidinal  study  of  94 mothers  of  premature  infants,  75%  of  mothers
experienced  at least  one negative  memory  related  to their  premature  infants
hospitalization,  with  almost  40%  of  those  memories  being  experienced  on a monthly  or
more  frequent  basis  (Affleck  et al., 1990).  Mothers  experiencing  negative  reminders  were
less likely  to be experiencing  pleasurable  memories  of  their  child's  hospitalization.  The
results  also  indicated  that  mothers  experiencing  negative  reminders  of  their  child's
hospitalization  were  less likely  to feel  attached  to their  child,  making  it difficult  for  these
mothers  to develop  an enjoyable  relationship  with  their  child  (Affleck  et al., 1990).  In  a
study  of  142  pairs  of  mothers  and infants,  28%  of  the  mothers  shov,red  a clinically
significant  high  level  of  distress.  The  authors  of  this  study  also  noted  that  mother's  who
experienced  a high  level  of  distress  were  less likely  to participate  in treatment  decisio.i'is,
visit  regularly,  and  provide  care  for  their  baby.  According  to the study,  these  mothers
were  less  prepared  to care  for  their  baby  when  he or she was  discharged  ('Meyer  et al.,
1995).
Research  suggests  that  providing  adequate  support  and information  to parents  of
premature  infants  can  greatly  reduce  the  negative  effects  of  the  NICU,  thereby  fostering
healthy  parent-child  attachment  (Bruns  et al., 1999;  Cobiella  et al., 1990;  O'Brien  and
Dale,  1994).  A  study  evaluatiiig  the  effectiveness  of  a program  aimed  at reducing  parent
stress  and  fostering  parent-child  interaction  indicated  that  at the  time  of  discharge,
mother's  from  the  NICU  tested  similar  results  on  positive  feelings  of  attachment,  and
9attitudes  toward  the infants  medical  care  and  future  health  as mothers  of  full  term  infants
(O'Brien  and  Dale,  1994).  Another  study  found  that  an interdisciplinary  support  group
for  parents  of  premature  infants  was  effective  in  heiping  parents  feel  more  comfortable  in
the unit,  offering  mutual  support,  and  helping  parents  learn  positive  ways  in which  they
could  interact  with  their  child  (O'Brien  and  Dale,  1994).  In  another  study,  mother's  of
premature  infants  who  were  part  of  a videotaped  training  with  other  parents  were  found
to be less anxious  and  depressed  than  parents  who  were  not  part  of  a training  support
program  (O'Brien  and  Dale,  1994).  A  study  evaluating  the effectiveness  of  a parent-to-
parent  support  group  in  reducing  Stress found  that  parents  involved  in  the group  felt  less
stress  and  increased  feelings  of  competence  in caring  for  their  infants  than  parents  who
were  not  involved  in the  support  group  (O'Brien  and  Dale,  1994).
Theoretical  Framework
This  support  group  curriculum  was  developed  using  several  theoretical
frameworks.  The  primary  theories  utilized  were  Systems  Theory,  Attachi-nent  Theory,
and  Group  Work  Theory.  The  concept  of  Family-Centered  Care  was  also  used  in  the
development  of  the  curriculum.  The  following  sections  will  define  these  theories  and
discuss  their  relevance  to the curriculiun  design.
Systems  Theory
According  to Andreae  (1996),  general  systems  theory  is defined  as, "a  series  of
related  definitions,  assumptions,  and  postulates  about  all  levels  of  systems  from  atomic
particles  through  atoms,  molecules,  crystals,  viruses,  cells,  organs,  individuals,  small
groups,  societies,  plants,  solar  systems  and  galaxies"(p.602).  General  systems  theory  can
be applied  not  only  to biological  systems,  but  also  to families,  groups,  and societal
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systems  as well  (Payne,  1997).  Systems  theory  recognizes  that  all  individuals  are a part
of  many  systems  such  as families,  churches,  schools,  or cultural  groups  (Andreae,  1996;
Ashford,  Lecroy  and  Lortie,  1997;  Payne,  1997).  These  systems  are interconnected,
interdependent  and  interrelated,  and all  must  be acknowledged  when  attempting  to
understand  human  functioning  (Andreae,  1996).
One  of  the  major  components  of  systems  theory  is its person-in-environment
approach  (Andreae,  1996;  Ashford  et al., i997;  Payne,  1997).  This  view  represents  a
more  holistic  view  of  social  work  practice.  It  focuses  on  the  person  as part  of  his  or her
complete  life  situation,  rather  than  on  the  cause  or effect  of  the  individual  on  the
environment  or the  environment  on the  individual  (Andreae,  1996).  To  fully  understand
an individual's  problem  in  functioning,  the entire  system  in which  an individual  is a part
of  must  be studied.  According  to Andreae  (1996),  ...the  social  work  practitioner  must
strive  for  a full  understanding  of  the complex  interactions  between  the  client  and  all
levels  of  the  social  and  physical  systems  as well  as the  meaning  that  the  client  assigns  to
each  of  these  interactions"(p.605).
Andreae  (1996)  describes  four  primary  levels  of  environrnentai  interaction  (see
figurel.l).  The  first  level  of  environmental  interaction  is the situational  level.  Tl'ie
situational  level  refers  to the  immediate  environmental  interaction  that  an individual  is
experiencing.  The  situational  level  is important  because  it  is in  this  le'vel  of  interaction
that  we form  our  perceptions  about  the  world  and  our  behaviors  for  dealing  with  those
perceptions  (Andreae,  1996).
The  micro  level  refers  to a person's  day  to day  environment.  The  environment  at
this  level  would  include  an individual's  experiences  with  family,  school,  work,  church,  or
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peer  group.  This  level  focuses  on an individual's  level  of  daily  functioning,  and  the
connections  of  an individual  to their  immediate  environment  (Andrea,  1996;  Heffernan,
Shuttlesworh,  and  Ambrosino,  1997).
The  meso  level  describes  the  relationships  between  the  different  rnicrosystems.
This  environment  illustrates  how  various  environments  in  the micro  level  interact  with
each  other  such  as, the  home-school  relationship  or  the home-workplace  relationship.
The  interaction  within  one  microsystem  can affect  the interaction  of  others  (Andrea,
1996;  Heffernan  et al., 1997).
The  macro  level  represents  the  larger  contexts  in  which  the  situational,  rriicro  and
meso  systems  are contained  (Ashford  et al., 1997).  The  macro  level  wou2d  include  the
cultural,  economic,  political,  and  social  structure  of  the larger  society  that  an individual  is
a part  of  (Andreae,  1996;  Heffernan  et al., 1997).
The  family  as a system  is aiiother  important  component  of  general  systems  theory.
For  the  purpose  of  this  paper,  a family  is defined  as, "a  group  of  people  who  love  and
care  for  each  other"(p.605).  The  family  system  consists  of  four  subsystems,  the
individual,  sibling,  marital,  and  parent-child.  The  concept  of  the  family  system  is based
on five  assumptions.  The  first  assumption  is that  families  must  be viewed  within  the
context  of  their  interaction,  not  just  on the  personal  characteristics  of  the  members.  The
second  assumption  is that  a change  in  one  part  of  the family  system  wili  inevitably  lead  to
change  in  other  elements  of  the  system.  The  third  assumption  is that  families  are in  a
constant  state  of  organization,  development  and  change.  The  fourth  assumption  is that
information  is continuously  received  and exchanged  within  and  outside  of  a family
however,  the degree  in  which  information  flows  in  and  out  can  vary  greatly  between
Augsburg College Library
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Figure  1.1: The four  primary  levels  of  environmental  interaction
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families.  The  final  assumption  is that  individual  dysfiu'iction  in  the family  is often  a
result  of  dysfunction  in  the family  system  (Andreae,  1996).
An  important  aspect  of  the family  system  is the  concept  of  family  rules  and  roles
(Andreae,  1996;  Ashford  et al., 1997).  Families  are often  governed  by  family  rules.
Family  rules  regulate  the  behaviors  and interactions  of  family  members.  These  rules
often  develop  over  time,  and can  be either  implicit  or  explicit  (Andreae,  1996;  Ashford  et
al., 1997).  Family  roles  are defined  as, "actual  pattems  of  interaction  with
others"(Andreae,  1996,  p.609).  The  different  roles  that  family  members  utilize  varies
depending  on the immediate  dynamics  or circumstances  of  the  individual  or family
(Andreae,  1996).
Family  systems  can  be either  open  or closed  (Andrea,  1996;  Heffernan  et al.,
1997).  Open  systems  allow  for  input  into  the family  system  and  output  into  the
environment.  Closed  family  systems  limit  the degree  of  input  and  output  in and out  of
the family  system.  Families  with  open  systems  are more  adaptable  to change,  while
closed  systems  are less adaptable  to stress  and  change  due to the  rigidity  of  the system
(Andreae,  1996).
According  to Peebles-Kleiger  (2000),  a systems  approach  is vital  when  working
with  parents  of  hospitalized  infants.  Families  with  infants  in  the  NICU  often  experience
overwhelming  emotional  stress.  The  family,  and  its surrounding  systems,  are often
disrupted.  The  extension  and enhaiicement  of  support  networks  is vital  because  families
with  adequate  support  systems  often  manage  better  than  families  without.  Families  need
encouragement  and  assistance  in seeking  out  groups,  churches,  schools,  family  members,
and community  resources  that  can aid  them  during  this  difficult  time.  Parents  also  need
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support  in  adapting  their  family  system  to the  trauma  of  having  a hospitalized  infant.  The
disruption  of  family  sched'i.iles  and routines  can  leave  many  families  in chaos.  Viewing
the family  systemically  during  tliis  time  is essential.  Families  can  be strengthened  with
assistance  in  role  adaptation,  open  cornmuiffcation,  the  encouragement  and  tolerance  of
emotional  displays,  schedule  shifting,  and  flexibility  (Peebles-Kleiger,  2000).
Family-Centered  Care. According  to O'Brien  and Dale  (1994),  Family-Centered
Care  refers  to interventions  used  in  the  NICU  that  support  the  entire  family  as a w2'iole,
rather  than  focusing  solely  on  the medical  and  developmental  needs  of  the  infant.  The
inclusion  of  all  family  members  in  the  care  of  their  child  is the  basic  premise  of  Family-
Centered  Care. Family-Centered  Care  has is roots  in Systems  Theory  in that  it stresses
how  the  experiences  of  one family  member  can effect  all  family  members.  As  stated
above,  the  hospitalization  of  an infant  can  negatively  impact  the  entire  functioning  of  the
family  system.  Family-Centered  Care  promotes  the idea  that  the  psychological  and
emotional  well  being  of  all  family  members  must  not  be ignored.  Providing  adequate
support  to all  family  members  during  this  time  may  promote  family  stability  and increase
family  readiness  for  the infants  discharge  (O'Brien  and  Dale,  1994).  Family-Centered
Care  is utilized  in  the  NICU  of  Children's  Hospitals  and  Clinics.
Attachment  Theory
Attachment  theory  has its foundation  in  psychoanalytic  work,  which  stresses  the
importance  of  early  experience  for  an individual's  later  development.  Attachment  is
different  from  bonding  in  that  it is a relationship  that  develops  during  the  first  year  of  a
child's  life  following  recurrent  interactions  between  infant  and  caregiver.  Through
attachment  behaviors  such  as eye contact,  touching,  and  affection  sharing,  a child  forms
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an attachment  relationship  with  tlieir  caregiver.  A  secure  attachment  promotes  proximity
seeking  and  exploration,  which  are essential  pieces  of  healthy  development.  A  person
who  has created  a secure  attachment  with  their  caregiver  is more  likely  to approach  the
world  with  confidence,  feel  lovable  and  worthy,  and  enter  into  healthy  relationships  with
others.  On  the  other  hand,  children  whose  needs  have  been  met  with  inconsistency  or
distance  come  to view  the  world  as unavailable,  unpredictable,  and  cold.  These  childreri
are unable  to cope  with  negative  experiences,  and  therefore  behave  in ways  that  create
more  negative  experiences  (Egeland  and  Farrell,  1987).
According  to Moehn  and  Rossetti  (1996),  there  are a number  of  comporients  that
influence  a parent's  attachment  to their  infant.  Close  contact  with  their  newbom  baby,
the opportunity  to respond  and  recognize  their  infants  cues,  and  the chance  to witness  the
birth  process  are all  important  pieces  of  the attachment  process.  When  an  infant  is born
ill  or  prematurely,  many  of  these  important  components  of  the  attachment  process  are
lost. Parents  are often  unable  to have  close  contact  with  their  baby,  and  when  they  do
their  babies  are more  likely  to be unresponsive.  Parents  also  lose  many  primary
caregiving  activities  to the doctors  and  nurses  who  are caring  for  their  child.  The  loss  of
these  important  attacbtnent  components  may  adversely  affect  the  parent-child
relationship  and  the  healthy  development  of  the  child  (Moehn  and  Rossetti,  I996).
An  important  part  of  working  with  families  in  the  NICU  is helping  parents  to
form  a healthy  parent-child  attachment.  From  the  onset  of  hospitalization,  parents  are
encouraged  to visit  their  child  regularly  and  to assist  in  as many  caretaking  tasks  as
possible.  Social  workers  and  hospital  staff  should  assist  parents  in understanding  their
baby's  cues,  and  encourage  them  to hold,  touch,  and  speak  to the  baby  as much  as
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possible.  For  many  parents,  even  the  most  minute  of  tasks  increase  their  sense  of
belongingness  with  the  baby.  This  sense of  belongingness  can create  feelings  of  mastery
and  connectedness  to their  child,  increasing  the likelihood  of  the development  of  a
healthy  attachment  (Bachman  and  Lind,  1997;  Bruns  et al., 1999;  Mahan  et al., 1982;
Smith,  1986).
Group  Work  Theory
According  to the literature,  group  work  theory  has been  developed  out  of
knowledge  gathered  in  both  natural  and  laboratory  settings.  The  five  theories  most
relevant  to group  work  are, Systems  Theory,  Leanning  Theory,  Field  Theory,  Social
Exchange  Theory,  and  Psychodynamic  Theory  (Anderson,  1 999;  Toseland  and Rivas,
1995).  In  the  context  of  group  work,  Systems  Theory  conceptualized  the  groap  as, "...  a
system  of  interlocking  elements"  (Toseland  and  Rivas,  1995,  p.56).  Systems  Theory
explains  how  groups  evolve  and  change  to attain  goals  and  maintain  equilibrium.
Psychodynarnic  Theory  postulates  that  group  member  use the  group  to re-enact
unresolved  experiences  from  their  past. Learning  Theory,  like  Psychodynamic  Theory,
focuses  on the behavior  of  individual  group  members  rather  than  on the  behavior  of  the
group  itself.  Learning  Theory  contributed  several  important  components  of  group  work
such  as, goal-setting,  treatment  planning,  and  a focus  on group  outcomes  and  evaluation
(Anderson,  1999;  Toseland  and  Rivas,  1995).  Fiela  Theory  sees the group  as, "an
evolving  entity  of  opposing  forces  that  act  to hold  members  in the group  and  to move  the
group  along  in  its  quest  for  goal  achievement"  (Toseland  and  Rivas,  1995,  p.62).  Field
Theory  also  contributed  heavily  to group  work  with  the  introduction  of  such  concepts  as,
group  roles  and  norms,  power  in  groups,  consensus,  group  cohesion,  and  valence.  The
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theory  behind  Social  Exchange  is that  group  members  behave  in  ways  that  emphasize
rewards  and  limit  punishments  (Anderson,  1999;  Toseland  and  Rivas,  1995).
According  to Toseland  and  Rivas  (1995),  the  purpose  of  an educational  group  is
to impart  information  and  teach  skills.  Educatiorial  groups  are found  in  a wide  variety  of
settings  such  as schools,  nursing  homes,  correctional  facilities,  treatment  centers,  and
hospitals.  A  typical  educational  group  meeting  may  include  an expert  presenter  on a
relevant  topic  and group  discussion.  In  educational  groups,  both  the individual  and  the
group  are seen  as vehicles  for  reinforcement,  discussion,  and  learning.  Members  of
educational  groups  are often  brought  together  because  of  a common  issue. This  issue  is
what  facilitates  the  transnnssion  of  information  in  the  group  and  bonds  the members
together.  One  of  the  benefits  of  these  types  of  groups  is that  new  members  can  leam
from  advanced  members  (Toseland  and  Rivas,  1995).
Parents  of  hospitalized  infants  need  information.  Parents  who  are adequately
informed  report  having  a more  positive  NICU  experience.  Research  suggests  that  a
positive  NICU  experience  can  create  better  outcomes  for  parent-child  attachment  and
infant  development.  Providing  parents  with  opportunities  to ask  questions,  meet  with
experts,  and  exchange  information,  is therefore  a necessary  part  of  the  intervention
process  (O'Brien  and  Dale,  1994).
Support  groups  are designed  to provide  emotional  support  and  information  to
individuals  with  a cornrnon  problem  (Anderson,  1999;  Gitterman,  1989;  Kurtz,  1997;
Toseland  and  Rivas,  1995).  Some  typical  goals  of  support  groups  include  imparting
information,  giving  support,  enhancing  coping  methods,  problem-solving,  sharing
experiential  knowledge,  and  fostering  a sense  of  belongingness  (Anderson,  1999;
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Gitterman,  1989;  Kurtz,  1997;  Toseland  and  Rivas,  1995).  Support  for  group  members  is
provided  and  experienced  through  helping  each  other  develop  problem-solving  skills  and
cope  with  feelings.  Group  members  assist  each  other  in  managing  overwhelming
feelings  of  loss,  pain,  or anxiety.  According  to Gitterman  (1989),  "Being  supportive  is
helping  members  learn  how  to help  each  other  to solve  their  difficulties"  (p.7).
Adequate  social  support  is vital  for  parents  of  preterm  infants  (Dobbins  et al.,
1994;  Logsdon,  Davis,  Birkimer,  and Wilkerson,  1997).  Research  indicates  that  parents
who  receive  adequate  support  during  their  infant's  hospitalization  are more  likely  to
adapt  positively  to the  transition  home.  Many  parents  do not  receive  adequate  support
from  friends  and  family  due to a lack  of  understanding  of  the  NICU  experience.  When
support  is not  available,  many  parents  choose  to have  their  support  needs  unrnet,  which
can  have  devastating  effects  on family  functioning  and  later  parent-child  relationships.
Research  has shown  that  parents  who  have  had  opportunities  to interact  wit}i  other
parents  of  hospitalized  infants,  be it  through  a group  experience  or a mentoring  program,
view  their  NICU  experience  more  positively  and  feel  more  connected  to their  infants
(Logsdon  et al., 1997;  O'Brien  and  Dale,  1994).
Discussion
Summary
Several  conclusions  can  be drawn  from  the  preceding  litera'Uire  review.  Parents
of  premature  infants  who  are hospitalized  in  the  NICU  are under  tremendous  stress.
Parents  must  mourn  the  idea  of  the  perfect  birth,  while  adjusting  to the  fragile  appearance
of  their  premature  infant  in  the unsettling  environment  of  the  NICU  (Bachman  and Lind,
1997;  Dobbins  et al., 1994;  Mahan  et al., 1982;  Smith,  1986).  Many  parents  overextend
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raised  in  regards  to prematurity  as a predictor  for  child  abuse  and  neglect  (Siefert  et al.,
1983).  While  several  studies  have  identified  a link  between  premature  babies  in  the
NIC'[T  and  negative  implications  for  the  parent-child  relationship,  none  are of  an extended
length  (Affleck  et al., 1990;  Meyers  et al., 1995;  Noble  and  Hamilton,  1981;  Siefert  et al.,
1983).
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Chapter  Three
Methodology
Research  Question
The  following  research  question  will  be addressed  in  this  thesis:  What  are the
common  issues  experienced  by  parents  of  infants  hospitalized  in  the  Neonatal  Intensive
Care  Unit?  The  answer  to this  research  question  was  tlie  foundation  for  the development
of  the  support  group  curriculum.
Research  Design
The  research  design  for  this  thesis  was  program  development.  The  research
question  was  used  to develop  a support  group  curriculum  for  parents  of  infants
hospitalized  in  the  NICU  of  Children's  Hospitals  aiid  Clinics-  Minneapolis.
The  support  group  was  developed  using  data  gathered  from  two  sources.  The  first
source  of  data  used  for  the development  of  the curriculum  was  the li'ierature  review  of  the
author.  While  researching  for  the literature  review,  the  author  discovered  that  there  is a
vast  knowledge  base regarding  the unique  issues  and experiences  of  parents  with  infants
hospitalized  in  a neonatal  intensive  care  iu'iit.  The  literature  presented  both  qualitative
and  quantitative  research  methods.  The  research  conducted  by  the  author  was  then
summarized  into  a literature  review.  The  second  source  of  data  came  from  a previously
completed  parent  survey.  The  parent  survey  was  distributed  to parents  of  infants
hospitalized  in  the  NICU  of  Children's  HospitaIi  during  the  spring  of  2000.  This
questionnaire  was  distributed  by  the  hospital's  Perinatal  Social  Workers.  The  srirvey
contained  both  quantitative  and  qualitative  research  methods,  and  was  self-administered
to subjects.  The  purpose  of  the  one-time  only  questionnaire  was  to gather  information
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regarding  both  the  perceived  need  of  a parent's  support  group,  and  the  discussion  topics
that  would  best  relate  to parent's  experiences.  The  literature  review  and  the results  of  the
parent  survey  were  used  to develop  a support  group  program  to be utilized  by parents.
Definitions  of  Key  Concepts  and  Variables
The  following  concepts  wil:!  be identified  and  defined  because  they  consistently
appear  in  the literature,  and  will  be used  frequently  throughout  the  curriculum.
Neonatal  Intensive  Care  Units.  Hospital  units  that  are supplied  with  highly  trained
specialized  staff  and  equipment  to work  with  premature  infants  at risk  for  serious  illness
or death.
Member.  An  individual  attending  a support  group.
Support  Group.  A  group  designed  to provide  emotional  support  and  information
to individuals  with  a common  problem.  Goals  of  support  groups  include  imparting
information,  giving  suppoxt,  eiihancing  coping  methods,  problem-selving,  sharing
experiential  knowledge,  and  fostering  a sense  of  belongingness  (Anderson,  i999).
Open-ended  Group.  Groups  in  which  members  are able  to join  and  leave  at any
time  (Toseland  and  Rivas,  1995).
Educational  Group.  A  formed  group  in  which  the intention  is to impart
information  or  teach  skills  (Toseland  and  Rivas,  1998).
Attachment.  A  relationship  that  develops  during  the first  year  of  a child's  life,
following  recurrent  interactions  between  infant  and  caregiver.  Through  attachment
behaviors  such  as eye contact,  touching,  and  affection  sharing,  a child  forms  an
attachment  relationship  with  their  caregiver  (Egeland  and  Farrell,  1987).
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Support  Systems.  "Continuing  social  aggregates  that  provide  individuals  with
opportunities  for  feedback  about  themselves  and  for  validations  for  their  expectations
about  others,  which  may  offset  deficiencies  in  these  cornrnunications  in  larger  cornrnunity
contexts"  (Ashford,  Lecroy,  and  Lortie,  1997,  p.513).
Premature.  Any  infant  born  before  37 weeks.
. "The  process  of  guiding  the development  of  the  group  and  its
members"  (Toseland  and  Rivas,  1998,  p.91).
Study  Population
The  unit  analyses  for  the support  group  development  were  parents  of  premature
infants  hospitalized  in  the  NICU  of  Children's  Hospital-Minneapolis.  The  popuiation
included  both  mothers  and  fathers,  with  no age limitations.  For  the  purpose  of  the  parent
survey,  the infant  needed  to be hospitalized  for  at least  one  week  before  the  family  would
become  eligible  tc be part  of  the study  population.
Sampling  Procedure
For  the  parent  survey,  the  procedure  used  to obtain  the  study  population  was
purposive,  nonprobability  sampling.  Recruitment  for  the  parent  survey  was  conducted  in
the  NICU  of  the  Minneapolis  Campus  of  Children's  Hospital.  As  stated  above,  families
in  the  study  were  recruited  after  having  had  an infant  in  the  unit  for  at least  one week.
The  surveys  were  distributed  over  the spring  of  2000  during  the  working  hours  of  the
social  workers,  which  ranged  from  8:30a.m.-6:30p.m,  Monday-Friday.
The  sample  was  not  a true  random  sample  of  the study  population.  The  surveys
were  personally  given  to each  participant  directly  from  one  of  the  two  unit  social
workers.  The  sample  was  therefore  not  truly  random  because  not  all  of  the  parents  would
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have  visited  during  the  working  hours  of  the social  workers.  Parents  who  visited
primarily  in  the  evening  or on the  weekend  did  not  have  the same  chance  of  being
selected  as those  parents  that  visited  during  the working  hours  of  the social  wcirkers.
Measurement  Issues
All  of  the closed-ended  questions  on  the parent  survey  consisted  of  discrete
variables.  The  level  of  measurement  used  was  the  nominal  level  of  measurement.
Nominal  measures  in  the  survey  consisted  of  questions  regarding  the  usefulness  of  a
support  group,  frequency,  format,  topics  of  interest,  and group  times.  The  parent  survey
was  tested  for  validity.  Before  the  survey  was  distributed,  both  tl'ie second  unit  social
worker  and  the unit  chaplain  read  the  survey  and  agreed  that  the questions  accurately
represented  the common  experiences  and  concerns  of  families.  The  parent  survey  was
not  tested  for  reliability.
Systematic  error  was  addressed  by  the unit  social  worker  that  developed  the
survey.  First  of  all,  the  unit  social  worker  had  the survey  pre-tested  by the other  unit
social  worker  and  by  the unit  chaplain.  Secondly,  to avoid  biasing  the  answers  of  the
participants,  the social  workers  would  leave  the  participants  alone  to complete  the survey
and  return  it  on  their  own  time.
Random  error  was  also  addressed  by  the  social  worker.  As  stated  above,  the
survey  was  pre-tested  to ensure  that  the  survey  was  easy  to understand  and  sensitive  to
the  needs  of  the  parents.  The  survey  was  also  kept  short,  which  reduced  the likelihood
that  participants  would  become  bored  or distracted  by a lengthy  survey.
The  author  contends  that  systematic  error  could  have  occurred  in  the way  in
which  the  survey  was  distributed.  Because  the social  workers  distributed  the survey
25
during  their  working  hours,  the social  workers  may  have  only  gotten  responses  from
parents  who  were  willing  and able  to be in  the NICU  during  the  day.  Parents  who  were
unable  to visit  their  child  during  the  day  for  reasons  related  to work  scheaule,
transportation,  or difficulty  in  bonding  with  their  child,  may  not  have  been  accurately
represented  in  the  sample.  Their  topic  concerns  may  have  been  extren.iely  different  from
parents  who  had  the  availability  and  desire  to visit  the  unit  during  the day.  Parents  who
lived  out  of  town  may  also  have  lacked  representation  in the study  population.  Non-
english  speaking  parents  may  also  be underrepresented  in  the  survey  due  to their  inability
to read  and  answer  the  survey  questions.
Data  Collection
The  data  collection  process  for  the  parent  survey  occurred  in  the  Neonatal
Intensive  Care  Unit  of  Children's  Hospital-Minneapolis.  'The social  workers  personally
distributed  the  survey  to parents  as they  were  visiting  their  child.  At  that  time,  parents
could  decide  whether  or not  they  were  interested  in  panicipating.  There  was  no informed
consent  offered  however,  by completing  the survey,  the  respondents  consented  to be a
part  of  the  study.
Data  Analysis
The  level  of  measurement  for  each  of  the closed-ended  questions  was  the  nominal
level  of  measurement.  In  the  nominal  level  of  measurement,  the  value  categories  are
different  from  each  other.  The  variables  are put  into  subclasses,  and  reflect  only
differences  in  category.  There  is no quantifiable  difference  between  the  categories.  The
nominal  level  is considered  the  least  precise  level  of  measurement  (Weinbach  and
Grinnell,  1998).  It  is the  opinion  of  the author  that  more  quantifiable  levels  of
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measurement  should  have  been  included  in  the survey.  Weighting  each  of  the subclasses
to determine  which  support  group  topics  were  seen as the most  relevant  to the  parents
concerns  could  have  been  one way  of  doing  that.
For  the  parent  survey,  the  raw  data  was  used  to create  frequency  distribution
charts.  The  data  from  questions  1,2,3,4,5,  and 8 have  been  divided  into  percentages  and
presented  in  the  form  of  pie  charts.  Pie charts  are frequently  used  with  nominal  levels  of
measurement  to illustrate  the  value  of  each  variable  in  relation  to the  other  variables
(Rubin  and  Babbie,  1997).  The  data  from  question  6 will  be presented  in  the form  of  a
bar  graph,  because  more  than  one  response  could  be chosen  for  that  question.  The
frequency  distribution  charts  are presented  using  the Excel  software  program.  The
qualitative  data  taken  from  the survey  will  be organized  according  to the different  themes
and  patterns  that  were  identified  by  the  author.
Protection  of  Hiunan  Subjects
As  a way  of  ensuring  the  rights  of  all  participants  of  this  study,  the research
design  was  submitted  to the  Augsburg  College  Institutional  Review  Board  (IRB)  for  an
exempt  review.  The  IRB  approval  number  is 2000-48-3.  Martha  Schermer,  Perinatal
Social  Worker,  has given  permission  to use the completed  parent  survey  in  the
development  of  the  support  group  curriculum.
The  author  of  this  thesis  has identified  several  problematic  issues  relating  to the
protection  of  human  subjects  in  the distribution  of  the  parent  survey  at the  hospitaL  First
of  all,  there  was  no consent  form  given  to parents  prior  to completing  the  survey  to
inform  them  of  the  risks  and  benefits  of  participating  in  the  parent  survey  process.
Secondly,  in  the  opinion  of  the author,  the manner  in which  the  survey  was  distributed
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comprised  confidentiality.  The  social  workers  knew  exactly  who  completed  the survey
and  who  didn't,  and  in  some  cases  wrote  the last  name  of  the  participant  at the  top  of  the
completed  survey.  The  lack  of  anonymity  in  the  process  may  have  inhibited  the parents
from  fully  sharing  their  views  or feelings  when  responding  to the  questions.
28
Chapter  Four
Parent  Survey  Findings  and Presentation  of  Cut-riculum  Design
The  following  chapter  will  present  the finding  of  the  parent  survey  and  the
specific  design  and  format  of  the  support  group  curriculum.  The  data  from  questions
1,2,3,4,5,  and  8 have  been  divided  into  percentages  and  presented  in  the  form  of  pie
charts.  The  data  from  question  6 will  be presented  in  the  form  of  a bar  graph,  because
more  than  one  response  could  be chosen  for  that  question.  The  frequency  distribution
charts  are presented  using  the Excel  software  program.  The  design  and  format  of  the
group  ciu'riculum  will  also  be presented  in  this  chapter.  The  group  design,  cuiriculum
objectives,  cirrocumuli  format,  group  leadership,  group  type,  group  size,  group
membership,  materials,  and group  evaluation  will  all  be discussed  in  detail.  The  outlines
for  each  group  session  are also  presented.
Parent  Survey  Findinzs
The  first  question  on the survey  addressed  the  level  of  interest  parents  had  in
attending  a support  group.  The  majority  of  parents  responded  positively  to the idea  of  a
parent  support  group  (see figure  1.2).  Of  the  fifteen  parents  surveyed,  87%  felt  that  a
support  group  would  be helpful  to them  at this  time,  while  13%  stated  that  they  were  not
interested  in attending  a parent  support  group.  When  no interest  in a support  group  was
indicated,  respondents  stated  current  adequate  support  as the  reason.  These  findings
indicate  that  parents  are very  interested  in  meeting  in a group  setting  to discuss  their
experiences  with  other  parents.
N Yes
€ No
Figure  1.2.  Would  it  be helpful  for  you  to meet  with  other  parents
in  a group  setting  to share  the  experience  of  having  your  baby
hospitalized?
Question  two  addressed  the  issue  of  meeting  time.  Three  choices  were  offered;
early  afternoon,  late  afternoon,  and  early  evening.  The  survey  results  indicated  that  a
slight  majority  of  parents  preferred  an early  aftemoon  meeting  time  but  this  number  was
only  slightly  higher  than  the  number  requesting  an early  evening  meeting  time  (see  figure
1.3.)  Almost  one-quarter  of  the  respondents  had  no preference,  while  a small  number
requested  a late  afternoon  meeting  time.
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Figure  1.3.  Survey  question  two.  What  time  of  day  would  be
easiest  for  you  to  meet?
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Question  three  asked  respondents  to choose  their  desired  frequency  of  meetings.
The  following  choices  were  offered;  once  a week,  every  other  week,  or once  a month.
Almost  half  of  the  respondents  indicated  that  an every  other  week  group  meeting  was
preferable,  while  approximately  one-third  of  the  respondents  preferred  a weekly  meeting
(see figure  1.4).  The  remaining  responses  were  split  between  respondents  with  no
preference  for  meeting  times  and  those  interested  in  a once  a month  meeting  time,  with  a
majority  being  those  with  no preference  to meeting  times.
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Figure  1.4. Survey  question  three.  How  frequently  would  you
like  to meet?
Question  four  addressed  the  desired  group  format.  The  survey  offered  parents  the
choice of  supportive,  informational,  a combination  of  both  supportive  and  informational,
and  an other  category.  An  overwhelming  number  of  parents  answered  that  a group  that
offered  both  information  and support  would  be most  helpful  (see figure  1.5).  This
response  is consistent  with  current  research  findings.  The  one  respondent  who  indicated
the  other  category  requested  a specific  group  for  husbands  only.
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Figure  1.5. Survey  Question  four.  What  format  would  be
helpful
Question  Five  asked  respondents  to indicate  whether  a group  would  be more
convenient  during  a mealtime.  Over  half  of  parents  did  not  feel  it  would  be easier  to
meet  with  other  parents  at mealtime  (see figure  L6).  Of  the  remaining  respondents,  31%
felt  it would  be easier  to meet  with  parents  over  mealtime,  while  23%  had  no preference.
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Figure  1.6.  Survey  question  five.  Would  it  be  easier  to
meet  with  other  parents  if  it  were  combined  with
mealtime?
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Figge l.'/.  Survey  question six. Which  of  the following topics  is most
interesting  tO  you'!
This  question  addressed  the  respondents'  interest  in  various  group  topics  (see
figure  1.7). Eight  out of  thirteen  respondents indicated  that sharing their  experiences
with  other  parents,  and  time  for  open  discussion,  were  the  topics  they  were  most
interested  in  utilizing  in a group  setting.  Discussing  their  child's  future  was  of  interest  to
six  of  the  thirteen  respondents,  while  five  out  of  thirteen  parents  expressed  ihterest  in  an
opporlunity  to share  their  child's  story.  Four  of  the  thirteen  respondents  expressed
interest  iri  the  remaining  topics  of  exploring  community  resources,  discussing  the
challenges  of  their  child's  hospitalization,  balancing  home  and  the  hospital,  support
systems,  and  spiritual  issues.  All  of  the  suggested  topics  were  of  interest  to at least  one-
third  of  the  respondents  who  expressed  interest  in  attending  a group.  Of  the  thirteen
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respondents,  only  one indicated  a response  in the "other"  column.  This  parent  discussed
creating  a special  time  and  setting  for  dad's  to meet.
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Figure  1.8.  Survey  question  eight.  Who  filled
Question  eight  requested  information  regarding  the survey  respondent.  The
survey results indicate that mothers overwhelmingly  completed the surveys (see figare
1.8). Of  the  remaining  two  surveys,  one  was  completed  by a father  and  one was
completed  by  both  parents.  The  two  respondents  who  indicated  no interest  in attending  a
group  were  both  completed  by  mothers.
Discussion
Conclusions
There  are several  conclusions  that  can  be drawn  from  the  parent  survey  results.
First  of  all,  there  is a significant  amount  of  interest  in  a support  group  for  parents.  An
overwhelming  number  of  parents  indicated  that  they  would  be interested  in  attenaing  a
group.
A  second  conclusion  that  can  be drawn  from  the  results  of  the survey  is that  the
high  number  of  parents  requesting  an early  afternoon  meeting  time  most  likely  reflects
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the  population  of  respondents  who  had  the opportunity  to complete  the  survey.  As  stated
in  the  methodology  section,  most  of  the  surveys  were  distributed  during  the working
hours  of  the  social  workers  on the  unit.  Therefore,  most  of  the  parents  who  completed
the  survey  were  most  likely  to be available  or have  the opportunity  to visit  their  c}iild
during  the  day. However,  many  parents  continue  to work  during  the  hospitalization  of
their  child,  either  by  choice  or necessity.  These  parents  may  not  have  been  adequately
represented  in  the survey  results  because  they  visit  their  child  during  times  in which  the
social  workers  would  not  be in the  unit  to provide  them  with  the  survey.  Parents  who  did
not  have  availability  to take  the survey  during  the  day  would  most  likely  not  be able  to
attend  a support  group  that  met  in  the early  aftemoon.
Another  conclusion  that  could  be drawn  from  the  survey  is that  the large  number
of  respondents  who  indicated  a preference  for  an every  other  week  meeting  time  could  be
attributed  to the  survey  being  completed  by  parents  who  are anticipating  a longer  hospital
stay  for  their  child.  A  longer  length  of  stay  could  allow  parents  more  time  to access  tne
group.  Parents  with  shorter  stays  would  be less likely  to choose  an every  other  week
meeting  schedule  because  it  would  limit  access  to the  group.
A  final  conclusion  that  could  be drawn  from  the survey  is related  to the gender  of
the  respondents.  The  survey  results  indicated  that  an overwhelming  number  of  surveys
were  completed  solely  by  mothers.  Fathers  were  greatly  underrepresented  in  the  results.
The  results  displayed  in  this  chapter  may  not  adequately  represent  the  wishes  or needs  of
fathers.
3s
Group  Format
Curriculum  Design
The  curriculum  design  was  developed  using  the results  of  the  parent  survey  and
the  literature  review  of  the  author.  The  results  of  the survey  provided  insignt  into  the
specific  wants  and  needs  of  parents.  Parents  who  completed  the  survey  indicated  that  a
support  group  with  both  an educational  and  supportive  focus  would  be beneficial  to them
during  their  child's  hospitalization.  Parents  also  identified  areas  of  interest  for  topic
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discussions,  including  their  desire  for  time  devoted  to open  discussion.  This  information
was  utilized  in  the author's  formation  of  the group  design  and  the weekly  group  sessions.
The  literature  review  was  also  utilized  in  the  development  of  the cuniculum.  The
literature  review  provided  valuable  information  in regards  to the  importance  of  structure
in  open-ended  and  open  membership  groups.  T}ie  literature  review  also  provided
important  insights  into  the unique  experiences  of  parents  of  hospitalized  children,  and  the
specific  issues  and  needs  families  face. These  experiences  and  issues  identified  in the
literature  review  were  also  utilized  the development  of  the  group  format,  structure,  and
membership,  and  in  the  weekly  group  session  outlines.
This  curriculum  is designed  to be used  with  both  mothers  and  fathers  of  any  age
who  currently  have  an infant  hospitalized  in  the  Neonatal  Intensive  Care  Unit  of
Children's  Hospitals  and Clinics-Minneapolis.  The  curriculum  consists  of  six  group
sessions.  These  sessions  will  meet  on a cycle;  after  group  session  six  the  curriculum  will
go back  to group  one. The  curriculum  is designed  to address  the  primary  problematic
issues  identified  in  both  the  parent  survey  and  the  literature  review.  The  sessions  are
divided  into  six  topics:
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0 Tell  your  child's  story
0 Parenting  in the  NICU
*  Balancing  home  and  hospital
0  Medical  matters
0 Taking  care  of  yourself
0 Your  child's  future.
Each  session  will  include  an introduction  section,  a discussion  regarding  one of
the six  identified  issues,  an activity  related  to feeling  and experience,  a resource  sharing
time,  a relaxation  exercise,  and  a group  session  evaluation.  The  introduction  and
evaluation  sections  are designed  to assist  members  in  transitioning  in  and  out  of  the group
session.  The  group  will  be ecumenical,  and  respectful  and  inclusive  of  the diverse
spiritual  backgrounds  of  the group  members.
The  curriculum  is designed  to be used  as an open-ended  gro'ap  in a hospital
setting.  Sessions  are designed  to be held  every  week  for  ] 1/2  hours  per  session.  The
groups  will  be co-facilitated,  with  at least  one of  the leaders  being  a unit  social  worker
from  the  NICU.
Curriculum  Obiectives
1.  To  provide  parents  with  an opportunity  to meet  and  dialogue  with  other  parents  in the
unit.
2.  To  help  parents  access  community  and/or  hospital  resources  that  may  be helpful  to
them.
3. To  provide  a safe  environment  in  which  parents  can share  thoughts  and feelings.
4.  To  assist  parents  in  creating  and/or  enhancing  support  systems.
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5. To  help  parents  identify  and  utilize  individual  strengths  and assets  that  will  be useful
to them  during  their  child's  hospitalization.
6. To  address  the  primary  areas  of  concern  for  parents  of  a premature  or liospitalized
infant.
Format  of  the  Curriculiun
The  support  group  curriculum  consists  of  six  sessioris  that  will  continuously
cycle.  Each  session  will  be 1 1/2  hours  in  length  and  consist  of  the same  format:
@ Staff  introductions  and  group  practices
@ "Check  In"  time
*  Designated  topic  discussion
*  The  "Pick  a Word"  discussion
@ Group  resource  sharing
@ Ending  Evaluation
@ Relaxation  time
Leadership
Leadership  is the  process  by  which  members  are guided  through  the  group
process.  This  group  is designed  to have  two  group  leaders.  One  leader  will  be a social
worker  from  the  NICU.  Additional  leaders  will  be selected  by  the  unit  social  worker
based  on  the current  group  needs.  Co-leadership  has several  benefits.  One  benefit  is that
leaders  can  share  the responsibility  of  setting  limits  and staying  within  the  group
structure.  Another  benefit  is that  that  it  allows  for  two  different  views  on group
interactions  and  events.  A  group  wit}i  two  leaders  can  benefit  participants  by  offering
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them  two  individuals  who  are able  to aSSiSt in  problem-solving  (Toseland  and Rivas,
1998).
Group  Type
Groups  that  take  place  in  a hospital  setting  often  require  open-ended  groups.  In
hospitals,  there  is often  the frequent  addition  and departure  of  members  as patients  enter
and leave  the  hospital.  Open-ended  groups  exist  to serve  the immediate  needs  of  this
population.  These  groups  are able  to provide  immediate  services  and  information  to
individuals  in  need. Open-ended  groups  are intended  to assist  clients  in coping  with
immediate  life  transitions  and crises,  facilitate  outreach  efforts,  assess  and  screen  clients
for  more  serious  issues,  and  support  members  with  common  problems  (Garvin,  1987;
Reid,  1991).
This  curriculum  is designed  as an open-ended  group.  As  stated  above,  open-
ended  groups  allow  for  the flow  of  members  in and  out  of  the  group.
Group  Size
There  is no ideal  group  size. Group  size  is often  relevant  to group  purpose.  For
support  groups  in  general  a group  number  of  7-8 members  is suggested.  For  groups  of
less than  seven  members  there  may  be more  pressure  to communicate.  This  may  create
feelings  of  streSS and  discomfort  for  some  members.  Groups  that  have  over  eight
members  may  be too  large  causing  some  members  to withdraw  (Garvin,  1987).  Group
management  can  also  become  difficult  in groups  yvith  over  ten  members  (Korsch,  1996).
Groups  that  allow  for  open  membership  must  be prepared  to deal  with  fluctuations  in  size
that  could  affect  group  participation  (Garvin,  1987).  This  curriculum  is designed  for  8-10
members.  The  higher  numbers  allow  for  the fact  that  many  members  may  be part  of  a
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couple  relationships  and  would  attend  together.  Given  the  group  curriculum,  this  number
should  be compatible  with  the group's  objectives.
Membership
In  a medical  setting,  open  membership  is necessary  due  to the  variations  in patient
tumover.  Open  membership  allows  interested  participants  to enter  and  terminate  at any
time  during  the  groups  life.  Open  membership  also  allows  individual  in  crisis  iinrnediate
access  to support  and  services.  A  closed-member  group  in  a medical  setting  would
greatly  limit  the number  of  participants  who  would  be able  to join.  Structure  becomes
very  important  in open-ended  groups  because  the fluctuation  in  membership  can
adversely  affect  group  development.  In order  to combat  this  problem,  open-ended  groups
should  be created  with  a fixed  and  unchanging  group  structure  for  every  meeting.  The
structure  of  the  group  should  be publicized  to all  potential  group  members.  For  example,
if  a specific  topic  will  be addressed  and discussed  each  week,  the  topic  should  be
publicized  and  new  members  should  be encouraged  to attend.  Also,  each  meeting  should
be independent  of  the  other  so that  no member  feels  as if  they  are entering  a meeting
having  lost  information  from  the  previous  week.  It  is also  suggested  that  open-ended
groups  run  in  a cycle  within  a fixed  period  of  time  that  fits  within  the  patients'  average
length  of  stay. This  allows  members  to attend  all  the  various  topics  of  the groups  (Reid,
1991;  Toseland  and  Rivas,  1998).
This  curriculum  is designed  to run  an open-ended  group  on a fixed  cycle  of
topics.  The  curriculum  consists  of  six  topics  that  will  run  over  a six-week  period.  The
topics  will  be discussed  in  detail  during  the  curriculum  section.  The  group  is structured
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into  six sections  that  will  remain  the same each week. Each section  has also been give  a
fixed  time  that  will  be monitored  by  the  group  leaders.
Materials
The  following  materials  will  be used  to support  the  activities  outlined  in  the  group
stnucture:
*  Self-stick  name  tags
@ Markers
@ Construction  paper
*  List  of  feeling  words
@ Community  resources
@ Evaluation  sheets  and  box
0 Tape  recorder
*  Music  for  relaxation  exercise
0 Relaxation  script
*  Poster  board  easel  with  paper
0 Kleenex
@ Water
0 Coffee/ssveetener/cream
@ Cups
Evaluation
Evaluation  is an important  part  of  any group  process.  Evaluation  allows
practitioners  to obtain  feedback  regarding  the  group  process  and  activities.  One  method
of  evaluation  is an evaluation  tool  or  survey  that  participants  can  complete  during  each
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session.  This  tool  provides  the practitioners  with  valuable  feedback  on the  group.  The
information  gathered  from  this  tool  can  be used  to plan  for  future  sessions  or to make
adjustments  or changes  that  are necessary  (Korsch,  1996).  ). Evaluation  also  includes
reactions  and  observations  of  the  group  process  and  content  between  the  group  leaders.
This  discussion  between  leaders  can  be very  useful  for  future  group  planning  (Toseland
and  Rivas,  1998).
Evaluation  is an integral  part  of  this  parent's  support  curriculum.  The  needs  and
experiences  of  families  are constantly  changing.  In  order  for  a group  to successfully
meet  the  needs  of  its  members,  it  needs  to be aware  of  these  changes.  This  is why  an
evaluation  tool  is so critical  to the  success  of  the  group.  Group  leaders  will  have  an
opportunity  to adjust  the group  format  as families  identify  new  needs.  Group  facilitators
are also  a crucial  element  in the evaluation  process.  One  of  the  benefits  of  co-leadership
is that  group  leaders  have  more  opportunities  to observe  the  individual  naembers  of  the
group  and  the group  process  itself.  These  observations  can  provide  valuable  insight  in
regards  to what  is working  or not  working  in  the grohp.  Group  leaders  must  schedule
time  on  a consistent  basis  to discuss  these  observations  and  make  any  necessary
adjustments.
The  following  section  will  present  the  support  group  curriculum.  The  content  of
each  weekly  session  is outlined.  Included  in  each  outline  are notes  for  the  leaders,  and
suggested  prompt  questions  that  can  be used  to facilitate  conversation.
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Group  Session  One
Telling  Stories
Background:
Empirical  research  has demonstrated  that  parent  support  groups  can successfully
reduce  the  stress  brought  about  by  the  birth  and  subsequent  hospitalization  of  an ill  or
premature  infant.  Parents  involved  in  groups  were  found  to be more  satisfied  with  their
NICU  experience,  and  felt  more  competent  to care  for  their  infants  than  parents  who  were
not  involved  in  a support  group  (O'Brien  and  Dale,  1994).
The  unexpected  premature  birth  of  an infant  can  be an emotionally  devastating
experience  for  parents.  Parents  often  mourn  the loss  of  the  perfect  full  term  baby,  and
blame  themselves  for  the early  birth  of  their  child  (Mahan  et al., 1982;  Nobel  arid
Hamilton,  1981;  Smith,  1986).  Parents  may  become  overwhelmed  with  thoughts  of
worry,  sadness,  anger,  guilt,  and anxiety  over  the  prognosis  and  survival  of  their  baby.
(Bachman  and  Lind,  1997;  Hughes  and  McCollum,  1994;  Moehn  and  Rossetti,  1996).
Parents  benefit  from  support  given  by someone  who  can  understand  what  they  are going
through.  A  support  group  can  provide  parents  with  an opportunity  to share  their  feelings
in a safe  and  supportive  environment.
Week  One  Objectives:
1. To  provide  parents  with  the opportunity  to meet  other  parents  in  the  unit.
2. To offer  parents an opportunity  to share  their  experiences  with  other  parents  who  can
understand  their  story.
3.  To  provide  parents  with  a place  to share  resources.
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Materials:
0 Self-stick  name  tags
@ Markers
0 Construction  paper
@ List  of  feeling  words
0 Community  resources
@ Evaluation  sheets  and  box
0 Tape  recorder
@ Music  for  relaxation  exercise
0 Relaxation  script
@ Poster  board  easel  with  paper
@ Kleenex
@ Water
@ Coffee/sweetener/cream
0 Cups
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Week  One
Notes
1. Have  narnetags  and  markers  available
by  the  door  as participants  enter.  Record
attendance  (see  Appendix  B).  Have  chairs
in  a circle.  Invite  participants  to sit  down.
Have  poster  board  with  group  format  out
for  viewing.  (5 minutes)
A. Welcome  individuals  to the  group.
Introduce  yourself  and  other  co-
leader(s)  to participants.  Discuss
purpose  and  objectives  of  group:
0 This  group  is for  parents  who
currently  have  an infant  in  either
the  NICU  or  ICC.  Tl'ie  purpose
of  this  group  is to  provide  you
with  an opportunity  to meet  other
parents  who  are  going  through  a
similar  experience.
B. Discass groul:i  format and grorip rules:
@ Confidentiality  (anything  that  is
said  in  the  group,  stays  in  the
group).
* It's  okay  to pass  on  participating.
Only  share  if  and  when
comfortable.
2.  Answer  Questions
C. "Check  In"  time.
@ We  would  like  to stai1  each  group
with  a brief  check  in  time.  We
will  go  around  the  room  and  if
each  of  you  could  introduce
yourself  and  your  baby  io  tIne
other  group  members.
3. Encourage  parents  to include  their  child
(ren)  in  the  introductions.  If  both  mom  and
dad  are  present,  be sure  to encourage  dad  to
contribute  to  the  check  in.  Because  the
topic  discussion  this  week  is "tell  your
child's  story",  the  check  in  is reserved
parent/child  introductions.  Families  will
get  the  opportunity  to discuss  this  in  greater
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detail  in  the  Topic  Discussion  section.  (10
minutes)
(25 Minutes)
(25 minutes)
4. Change  the  sheet  on the  posterboard  to
the  list  of  feeling  words.  Pass around  the
expanded  list  of  feeling  words  (see
Appendix  C).
5. Asking  participants  to narrow  their
feeling/experience  down  to  just  one  word
can  be helpful  for  a couple  of  reasons.  One
reason  is that  it encourages  participants  to
be more  introspective  and  thoughtful  in
regards  to what  is that  they  are really
feeling.  This  allows  the group  process  to
be more  helpful  in  assisting  the  individual
in  both  normalizing  their  feeling  and
coping  with  their  feelings.  The  second
reason  is that  it  can  keep  the  group
structure  more  manageable  instead  of
trying  to cope  with  an overwhelming
number  of  feelings  for  participants  all  at
once.
D. Topic  Discussion:  tell  your  child's
story.
Questions  to ask:
Would  anyone  like  to share  ti'ieir  story  of
how  their  baby  came  to the  NICU?
Has  anyone  else felt  that  way?
Would  anyone  else like  to share  his  or her
experience?
Has  anyone  had  a different  experience?
Who  else can  identify  with  those  feelings?
E. Pick  a word  discussion:
@ The  next  part  of  the  group  will
provide  some  opportunities  for
open  discussion  regarding  your
experience  from  the  past  week.
Please  know  that  you  are  not
required  to share. Only  share  if  you
feel  comfortable.  Ren'iember,
participate  only  if  and  when  you
feel  comfortable.
@ The  poster  board  contains  a list  of
feeling  words.  The  sheet  we  are
passing  around  also  contains  a list
of  feeling  words.  We  are going  to
pass  around  a piece  of  cardboard  to
each  of  you.  Take  a minute  or two
to think  about  this  last  week,  and
write  down  one  word  that  could
best  describe  how  the  last  week  has
felt  to you.  It  may  be difficult  to
come  up with  just  one  word
because  sometimes  you  can  feel  as
if  you  are part  of  a rollarcoaster
ride.  One  way  you  could  try  to
narrow  it  down  would  be to think
back  over  the  last  week,  or even
few  days,  and  write  a word  for  each
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(10  minutes)
6. Let  participants  know  that  a copy  of  the
resource  is available  on  the  table  by  the
door.  Encourage  them  to  take  one  as they
leave.
7. Pass  out  evaluation  form  (see  Appendix
D).
day. Then  look  over  your  list  and
see if  any  one  word  stands  oat  or if
yori  see a theme.
@ This  list  is not  meant  to be a
complete  list,  it  is only  a starting
point.  Feel  free  to come  up  with
your  word  that  would  best  describe
your  weelc.  As  a group  we  will
share  our  words,  and  describe  why
this  word  best  reflects  our
experience  this  week.  This  is a
great  opportunity  to help  each  other
find  ways  to cope  with  this
experience.  You  all  have  so much
to offer  each  other.  Again,  only
participate  if  you  feel  comfortable.
Questions  to ask:
Has  anyone  else  felt  that  way  in  the  past?
How  have  others  coped  with  that
feeling/experience  in  t:he past?
Can  anyone  else  identify  with  that'?
F. Resource  Sharing  Time
0 During  this  time  each  week,  we
would  like  to offer  parents  an
opportunity  to siiare  a resource  that
has  been  helpful  to them  wliile
their  baby  has  been  in  the  hospital.
Does  anyone  have  one  that  they
would  like  to  share  with  the  group?
@ Staff  will  share  resource.
G. E'valuation:
0 At  the  end  of  group  each  week,  we
would  like  to get  your  feed'oack  on
the  group.  If  you  would  like,  please
pick  up  an evaluation  form  and  take
a minute  to  fill  it  out.  Your
feedback  will  help  us know  what
parts  of  the  group  are  helpful  and
how  we  can  improve  the  group.
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8.
 Play  tape
 and
 read  relaxation
 script
 (see
Appendix
 E)
(10
 minutes)
H. Conclusioxi
*  Thank
 you
 so much  for
 coming
 today.
We  hope
 the group
 has
 been  heipful.
 If
you
 would
 like  to stay,
 we  will
 be
offering
 a 10-minute
 relaxation
 session
following
 the group.
 We  will
 do some
deep
 breatliing
 and  relaxation
 exercises.
If
 you  wouid
 like
 to participate,
 please
stay
 and
 find  a comfortable
 position
either
 on
 the  floor
 or in
 your  chair.
Otherwise,
 feel
 free  to
 leave.
 Tl"iank
you
 all  again
 for
 coming
 today.
I. Relaxation
 Exercises
@ If
 you're
 comfortable,
 let's  begin
 the
relaxation
 exercises.
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Group  Session  Two
Parenting  in  the  NICU
Background:
The  birth  of  a medically  fragile  or premature  infant  presents  unique  challenges  to
parents  in  regards  to parenting  and attachment.  The  neonatal  intensive  care  uri.it  is a
difficult  environment  in which  to establish  positive  and  meaningful  interactions  between
parent  and  child.  Various  environmental  and  emotional  factors  may  inhibit  the
development  of  parent-child  attachment  (Moehn  and  Rossetti,  1996).
The  development  of  caregiver  attachment  is considered  to be tlie  foundation  of  the
parent-child  relationship  (Cox,  Hopkins  and  Hans,  2000).  Beha'viors  that  promote  secure
attachments  such  as physical  touch,  fondling,  voice  contact,  and  prolonged  eye contact
often  rely  on  both  the opportunity  and ability  of  both  parents  to engage  in  these
behaviors.  Parents  who  have  premature  or fragile  infarits  may  lack  the opportunity  and
ability  to engage  in  these  important  attachment  behaviors,  which  may  compromise
development  of  the  parent-child  relationship.  This  situation  may  place  the  child  at
serious  risk  for  later  developmental,  socio-emotional,  and  cognitive  delays  (Moehn  and
Rossetti,  1996).
Many  parents  with  hospitalized  infants  experience  feelings  of  helplessness  due  to
the  limited  degree  of  involvement  they  may  have  in  their  child's  care. Many  parents
describe  feeling  like  an "onlooker"  in  regards  to caring  for  their  baby  (Bruns,  McCollum
and  Cohen-Addad,  1999,  p.291).  Many  parents  are also  overcome  with  feelings  of  fear
and  anxiety,  which  may  prevent  them  from  taking  on their  parental  roles.  The  lack  of
opportunity  to develop  parental  competence  and  mastery  may  also  affect  the  optimal
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development  of  the infant.  Increased  sensitivity  to parent's  fears  and continuous  support
can  aSsiSt parents  in feelings  empowered  to embrace  their  parental  role  (Bruns  et al.,
1999).
Week  Two  Objectives:
1.  To  assist  parents  in  relieving  fears  or anxieties  that  may  be preventing  tl'iem  from
embracing  their  parental  role.
2.  To  provide  parents  with  information  on  reading  their  infants  cues.
3. To  offer  parents  suggestions  for  greater  interaction  with  their  infants.
4.  To  provide  parents  with  an opportunity  to meet  other  parents  in  the ru'iit.
5.  To  offer  parents  a forum  in  which  to share  resources.
Materials
See Week  One
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Week  Two
Notes
Leader  Outline
0 Repeat  numbers  1-8  from  Week  One
Outline.
Group  Outline:
@ Repeat  letters  A-B  from  Week  One
Outline.
C. "Check  In"  time.
*  'We would  like  to start  each  group
with  a brief  c}ieck  in  time.  We
will  go around  the  room  and  if
each  of  you  could  introduce
yourself  and  tell  us all  a little  bit
about  how  you  and  your  baby
came  to be in  the  NICU.
D. Topic  Discussion:  Parenting  in  the
NICU.
Introduction:
0  Parenting  the  NICU  or ICC  can  be very
challenging.  For  some  parents,  it can
feel  like  being  an onlooker  in  regards  to
your  child's  care.  The  baby's  fragile
appearance  may  also  be intimidating,
which  can  make  parents  feel  afraid  to
touch  their  baby  or uncomfortable
when  they  do. As  difficult  as it  may
sometimes  seem,  it is possible  to parent
your  baby  while  he/she  is in  the
hospital.  In  fact,  it's  not  only  possible,
it's  vital  to both  parent  and  child.  As
parents,  you  need  to develop  feelings  of
confidence  in  caring  for  your  baby,  but
caring  for  your  baby  is also  imponant
part  of  feeling  close  to your  baby  and  in
developing  a relationship  with  your
baby.  Infants  also  need  to feel  and
sense  their  parent's  touch.  This  makes
them  feel  safe  and comfortable.  It  also
helps  to keep  them  on track
developmentally.  Today  we  will  spend
some  time  talking  about  learning  to
read  your  baby's  cues,  even  at this  early
stage. We  will  also  talk  about  ways
you  can  interact  with  your  baby.  First,
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let's  talk  about  some  of  your  own
personal  experiences  with  parenting
while  your  baby  is in the  hospital.
Questions  to ask:
Would  anyone  like  to share  their  feelings
on parenting  a hospitalized  infant?
Does  anyone  have  any  suggestions  or ideas
for  other  parents?
Has  anyorie  else felt  that  way?
Has  anyone  had  a different  experience?
Do  you  feel  as though  you  have  adequate
opportunities  to do caretaking  tasks  for
your  baby?
@ Discuss  list  of  cues  and  activities  (see
Appendix  F).
*  Repeat  letters  E-I  from  Week  Orie
Outline.
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Group  Session  Three
The  Balancing  Act
Background:
The  birth  and  subsequent  hospitalization  of  a premature  infant  can  greatly  disrupt
family  routines  and  functioning.  Premature  births  are often  unexpected,  and
hospitalization  can  last  anywhere  from  several  weeks  to several  months.  Families  can
become  overwhelmed  as they  attempt  to juggle  work,  relationships,  caring  for  other
children,  household  maintenance,  and  hospital  visits.  Many  parents  are also  kept  busy
navigating  a complex  health  care  system  and  their  insurance  claims  (Dobbins  et al., 1994;
Hughes  and  McCollurn,  1994).
Parents  of  premature  infants  need  support  and  guidance  in adapting  their  family
system  to the disruption  created  by  the  hospitalization  of  their  infant.  Research  has shown
that  families  benefit  from  the  support  and guidance  offered  by  families  who  have  been
through,  or are going  through,  a similar  experience.  Families  can  be strengthened  during
this  time  with  assistance  in  role  adaptation,  open  communication,  the  encouragement  and
tolerance  of  emotional  displays,  schedule  shifting,  and  flexibility  (Peebles-Kleiger,
2000).
Week  Tbree  Objectives:
1.  To give  parents  an opportunity  to meet  and  share  with  other  parents  in  the unit.
2.  To  help  parents  problem-solve  some  of  the  logistical  concerns  of  having  a
hospitalized  infant.
3. To  assist  parents  in  finding  ways  of  balancing  home  life  and  hospital  life.
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4. To  provide  parents  with  a place  to share  resources.
Materials:
See Week  One
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Week  Three
Notes
Leader  Outline
@ Repeat  numbers  1-3  from  Week  One
Outline.
4. Put  up  new  sheet  on  posterboard.  Let
parents  know  that  if  it  would  be helpful  for
them,  you  can  keep  write  down  of  any
suggestions  or  ideas  offered  in  the  group.
@ Repeat  numbers  5-8  from  Week  One
Outline.
Group  Outline:
*  Repeat  letters  A-C  from  Vv7eek  One
Outline.
D. Topic  Discussion:  Balancing  home  and
the  hospital.
Questions  to ask:
Would  anyone  like  to share  their
experience  of  trying  to balance  home  life
and  their  child's  hospitalization?
Would  ariyone  else  like  to share  some  of
his  or  her  challenges?
Do  these  challenges  sound  familiar  to
anyone?
How  has  your  family  dealt  with  those
challenges?
Has  anyone  had  a different  experience?
Who  else  can  identify  with  that?
*  Repeat  letters  E-I  from  Week  One
Outline.
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Group  Session  Four
Medical  Matters
Background:
Families  of  infants  hospitalized  in  a neonatal  intensive  care  unit  are often
preoccupied  with  feelings  of  anxiety  and  fear  in  regards  to their  baby's  medical  condition
(Cobiella  et al., 1990).  The  fear  of  medical  complications  and  the  physical  environment
of  the  unit  are frequently  overwhelming  for  families.  While  no physician  can  predict
outcomes  for  premature  infants  with  absolute  certainty,  medical  staff  can  lesson  the
uncertainty  many  families  experience  by  keeping  them  informed  and  updated  about  their
baby's  medical  condition.  Many  families  also  experience  apprehension  and  fear
regarding  the  physical  appearance  of  their  infant  and  the  multitude  of  technology  that
surrounds  their  child.  Exposure  and  information  can  greatly  lesson  these  fears  for  parents
(Hughes  and  McCollum,  1994).
Week  Four  Objectives:
1.  To  provide  parents  with  an opporhu'iity  to ask a physician  or nurse  general  medical
questions  regarding  their  infants  medical  condition,  prematurity,  and  unit  technology.
2. To  provide  parents  with  an opportunity  to meet  other  parents  in  the  unit.
3.  To  provide  parents  with  a place  to share  resources.
Materials:
See Week  One
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Week  Four
Notes
Leader  Outline
0 Repeat  numbers  1-3  from  Week  One
Outline.
4. Introduce  medical  staff.  Allow  them
time  to discuss  background.
@ Repeat  numbers  5-8  from  Week  One
Outline.
Group  Outline:
*  Repeat  letters  A-C  from  Week  One
Outline.
D. Topic  Discussion:  medical  matters.
Questions  to ask:
To  medical  staff:
"   could  you  talk  with  parents  about
what  a typical  hospitalization  looks  like  for
a premature  infant?"
What  are  some  things  that  parents  might
anticipate?
Could  you  discuss  some  of  the  technology
that  parents  might  see in  the  unit?
*  Repeat  letters  E-I  from  Week  One
Outline.
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Group  Session  Five
Taking  Care  of  Yourself
Background:
The  hospitalization  of  an infant  into  a neonatal  intensive  care  unit  is often  difficult
for  even  the  most  well  functioning  families.  The  stress  and chaos  associated  with  a
premature  birth,  or a medically  fragile  infant,  can interfere  with  the healthy  development
of  parent-child  relationships.  These  risk  factors  may  put  infants  at a higher  risk  for
developmental  and  cognitive  delays  (O'Brien  and  Dale,  1994).
Interventions  that  focus  on  parent  support  and  coping  have  proven  to be the  most
beneficial  for  families  of  a hospitalized  infant  (Hughes  et al., 1994).  Parent  s-upport
groups  can  provide  opportunities  for  parents  to share  their  experiences  iri  the unit,  their
coping  strategies,  and  to express  the feeling  and emotion  associated  witli  the experience.
Research  has indicated  that  parents  who  have  access  to groups,  and  the  mutual  suppoit
offered  by  other  parents,  are more  involved  with  their  child's  care,  report  more  feelings
of  mastery,  feel  less stress  and  anxiety,  and  have  more  realistic  expectations  of  their
child's  growth  and  development.  Parents  primary  coping  mechanisms  revolve  around
communication  with  others  and  social  support  (Hughes  et al., 1994).  Emotional  support
and  information  can  assist  parents  in  coping  more  successfully  with  their  NICU
experience  (O'Brien  and  Dale,  1994).
Week  Five  Objectives:
1.  To  provide  parents  with  an opporhinity  to learn  and share  coping  strategies.
2.  To  assist  parents  in finding  ways  of  reducing  stress  and  anxiety.
3.  To  provide  parents  with  an opportunity  to meet  other  parents  in  the  unit.
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4.  To  provide  parents  with  a place  to share  resources.
Materials:
See Week  One
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Week  Five
Notes
Leader  Outline
*  Repeat  numbers  1-3  from  Week  One
Outline.
4. Follow  list  of  questions  provided.  There
are two  activities  that  go along  with  this
group.  The  first  is the  Support  System
Grid  (see  Appendix  G)  and  the  second  is
the  Self-Care  List  (see  Appendix  H).
@ Repeat  numbers  5-8  from  Week  One
Outline.
Group  Outline:
@ Repeat  letters  A-C  from  Week  One
Outline.
D. Topic  Discussion:  taking  care  of
yourself.
Questions  to ask:
Would  anyone  like  to share  with  the  group
how  they  are  cunent2y  coping  with  their
infant's  hospitalization?
Has  anyone  else  felt  that  way?
Has  anyone  experienced  anything
different?
Would  anyone  else  like  to share  his/her
experience?
Has  anyone  felt  as if  they  are  experiencing
a rollarcoaster  ride?
Would  anyone  like  to share  any  of  their
coping  strategies  with  the  group?
Would  it  be helpful  for  the  group  if  we  all
brainstormed  some  ideas  about  how  you
can  take  care  of  yourself  during  this
difficult  time?
Group  Activities:
0 I'm  going  to  pass  around  a support
system  grid.  This  grid  is  just  a visual
tool  that  can  help  you  see where  your
best  supports  are  during  this  time.
During  times  of  stress  we  can
sometimes  forget  all  of  the  people  we
have  around  us that  are  available  to
help.  Filling  out  the  grid  may  remind
you  of  some  of  these  systems  you  may
not  have  thought  of  such  as, your
church  or  your  co-workers.  On  'the
other  side  of  that,  you  may  fill  out  the
grid  and  realize  that  you  could  use  a
few  more  supports  right  now.  Sharing
your  support  systems  with  other  group
members  may  assist  others  in  finding
supports  they  can  utilize  during  this
time.  If  you  find  yourself  lacking
adequate  support  at anytime  during
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your  baby's  hospitalization,  please  let
either  myself  or  the  other  group  leaders
know  so we  can  assist  you.
0 Another  way  that  you  can  take  care  of
yourself  during  this  stressful  time  is to
engage  in  self-care  activities  such  as,
taking  a walk  or  listening  to relaxing
music.  Would  anyone  else  like  to sl'iare
some  things  you're  doing  to take  care
of  yourself?
*  Repeat  letters  E-I  from  Week  One
Outline.
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Group  Session  Six
What  Does  the  Future  Hold?
Background:
The  technol.ogical  advancements  in the areas  of  neonatology  and  perinatolo,rry
over  the  past  10-15  years  are astounding.  These  new  developments  in  medicai  care  arid
technology  have  significantly  increased  the survival  rates  for  premature  and/or  ill  infaiits.
While  many  infants  will  benefit  from  these  advancements,  some  extremeiy  premature
infants  will  develop  serious  medical  and cognitive  complications.  The  birth  of  a
premature  infant  can  have  profound  long-term  consequences.  (Dobbins  et al., 1994;
Hughes  and  McCollum,  1994).
Parents  are often  overwhelmed  by fears  that  their  chiid  will  develop  medical
complications,  and/or  developmental  or cognitive  delays.  Iri  many  instances,  medical
staff  are unable  to predict  with  any  ceitainty  what  the  developmental  outcomes  wil]  be.
This  situation  may  create  an atmosphere  of  uncertainty,  anticipation,  and  flear ror  many
parents  (Hughes  and  McCollum,  1994).
Parents  who  are able  to have  more  positive  and  realistic  expectations  in  regards  to
their  child's  outcomes  are more  likely  to set realistic  goals  for  their  child's  development.
These  parents  are also  more  likely  to persevere,  even  when  there  are multiple  barriers  to
their  child's  success.  Assisting  parents  in  developing  a realistic  and  optimistic  outcome
regarding  their  child's  future  can  actually  assist  parents  in advocating  and copixig  with
problems  if  they  arise  (Affleck  and  Tennen,  1991).
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Week  Six  Objectives:
1.  To  provide  parents  with  a place  to discuss  anticipatory  fears  and  aruieties  related  to
potential  medical  and/or  developmental  complications.
2.  To  provide  parents  with  a place  to s}iare  resources
3. To  create  a setting  in  which  parents  can  meet  and  share  with  other  parents  in  the  unit.
Materials:
See Week  One
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Week  Six
Notes
Leader  Outline
0  Repeat  mirnbers  1-8  from  Week  One
Outline.
Group  Outline:
@ Repeat  letters  A-C  from  Week  One
Outline.
D. Topic  Disc'assion:  What  does  the  future
hold?
Questions  to ask:
Would  anyone  like  to talk  about  fears
he/she  regarding  their  child's  prognosis?
Would  anyone  like  share  any  of  the fears
they  have  regarding  their  child's
development?
Has  anyone  else felt  that  way?
Would  anyone  else like  to share  his/her
experience?
Can  anyone  else identify  with  those
feelings?
Grief  and  Loss  Prompts:
Many/most  parents  have  some  cornrnon
fears  wheti  a baby  is born  prematurely.
Some  fears  revolve  arcund  fear  of  the
unknow-n,  other  fears  may  come  from
knowing  the  many  risks  that  are involved
wit}i  the  birth  of  a premature  infant.
Parents  may  also  fear  for  their  child's  future
development,  or that  their  child  will  have  a
disability.
Many  parents  also  experience  feelings  of
grief  and/or  loss  regarding  the  premature
birth  experience  and  letting  go of  the idea
of  the  perfect  pregnancy  and  birth.
Some  unspoken  fears  experienced  by
parents  revolve  around  fears  of  their  baby's
death.
0 Repeat  letters  E-I  from  Week  One
Outline.
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Chapter
 Five
Evaluation
 Analysis
 and
 Implications
 for  Practice
Evaluation
 Analysis
The
 support
 group
 curriculum
 was presented
 to socia!
 workers
 at
 Children's
Hospitals
 and  Clinics.
 Social  workers
 from  the following
 departments
 were
 in
attendance;
 Neonatal
 Intensive
 Care,  Pediatric
 Intensive
 Care,
 Oncology
 and
Hematology,
 Emergency
 .Medicine,
 General
 .Medical
 and Surgery,
 the outpatient
 cliriic,
and
 the department
 supervisor.
 There
 were  a total  of
 ten social
 workers
 that
 attended
 the
presentatiori,
 excluding
 the author.
The
 questions
 on
 the evaluation
 were
 developed
 using
 a Likert
 Scale.
 The
categories
 offered
 were
 strongly
 disagree,
 disagree,
 no opinion,
 agree,
 and
 strongly
disagree.
 There  were  five
 closed-ended
 questions
 and
 one  open-ended
 question.
 The
open-ended
 question
 referred
 to
 the  final
 question,
 which  asked
 for
 any additicinal
comments
 (see Appendix
 I).
The
 evaluation
 questions
 were
 designed
 to address
 two
 areas.
 Two
 of  the
questions
 were  intended
 to measure
 the
 presentation
 itself  and
 the
 effectiveness
 of  the
presenter.
 The  remaining
 questions
 were
 designed
 to
 measure
 the
 curriculum's
effectiveness
 in  identifying
 the
 needs  of  the  families,
 and  creating
 a curriculum
 that
would
 adequately
 address
 those
 needs.
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The
 evaluation
 was
 given
 at the
 end  of  the
 hour-long
 presentation.
 To
 ensure
anonymity
 and  confidentiality,
 the
 author
 left
 the room  while
 the evaluatioris
 were  being
completed.
 All
 of  the
 social
 workers
 completed
 the
 evaluation.
Curriculum
 Evaluation
Question
 one addressed
 the
 presenter's
 ability
 to
 communicate
 the
 presentation
material
 effectively
 (see
 figure
 1.9).
 All
 of  the
 evaluation
 agreed
 or
 strongly
 agreed
 that
the presenter
 communicated
 the material
 in an
 effective
 manner.
 Out
 of  the 10
 returned
evaluations,
 60%
 of  respondents
 stated
 they  strongly
 agreed,
 while  40%  agreed
 that  the
presenter
 effectively
 communicated
 the
 presentation
 material.
 None
 of  the
 respoxidents
indicated
 that
 they
 no opinion,
 disagreed,
 or strongly
 disagreed.
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Figure
 1.9. Evaluation
 question
 one.
 The
 presenter
communicated
 the material
 effectiveiy.
Question
 two  asked
 respondents
 to evaluate
 whether
 or
 not  the
 material
 presented
expended
 their
 knowledge
 of
 this  subject
 matter
 (see
 figure
 1.10).
 The  responses
indicated
 that
 80%
 of  the
 participants
 either
 agreed
 or  strongly
 agreed
 that
 their
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knowledge
 of  the
 subject
 had  been
 expanded
 by  the
 presentation.
 Of
 the
 remaining
evaluations,
 20%
 expressed
 no
 opinion
 in regards
 to increased
 knowledge
 of  tl'ie
 topic,
and
 no
 respondents
 indicated
 that
 they
 either
 disagreed
 or strongly
 disagreed.
I
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Figure
 1.10.
 Evaluation
 question
 two.
 The
 presentation
 I
expanded
 my knowledge
 of this
 topic.
 i
Question
 three
 asked
 respondents
 to evaluate
 the
 presenters
 understanding
 of  the
material
 presented
 (figure
 1.11).
 Of
 the
 10  respondents,
 70%
 expressed
 that
 the
 presenter
strongly
 agreed
 that
 the
 presenter
 had
 a good
 understanding
 of  the
 material.
 Of  the
remaining
 participants,
 30%
 responded
 that
 they
 agreed
 that
 the
 presenter
 had
 a good
understanding
 of
 the  material.
 No  respondents
 indicated
 that
 had
 no
 opinion,
 disagreed,
or strongly
 disagreed.
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 Evaluationquestionthree.
 Thepresenterappeared
to
 have
 a good
 understandim_
 of
 the
 mateffal.
Question
 four
 asked
 respondents
 to rate
 the
 curriculum
 design
 (see
 figure
 1.12).
Of  the
 10
 respondents,
 60%
 agreed
 that
 the
 curriculum
 design
 would
 appropriately
address
 the  needs
 of
 the group
 members,
 with
 the
 remaining
 40%
 expressing
 strong
agreement.
 No  respondents
 indicated
 an
 answer
 of  no
 opinion,
 disagree,
 or strongly
disagree.
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 1.12.
 Evaluation
 question
 four.
 The
 curriculum
 design
 willappropriately
 meed
 the
 needs
 of  the
 group
 participants.
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Question
 five
 asked
 respondents
 to rate
 the
 extent
 in which
 the
 curriculum
 topics
presented
 were
 relevant
 to the
 needs
 of  the
 group
 participants
 (see
 figure
 1.13).
 Of  the
 10
respondents,
 60%
 agreed
 and
 40%
 strongly
 agreed
 that
 the
 curriculum
 was
 relevant
 to
 the
needs
 of
 the
 group
 participarits.
 None
 of
 the
 respondents
 indicated
 an
 answer
 of  no
opinion,
 disagree,
 or
 strongly
 disagree.
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Figure
 1.13.
 Evaluation
 question
 five.
 The
 curriculum
 topics
 are
relavant
 to the
 needs
 of  group
 participants.
Discussion
Evaluation
 Conclusions
Several
 conclusions
 can
 'oe
 drawn
 from
 the
 responses
 to the
 curriculum
presentation
 evaluations.
 First
 of
 all,
 the  overwhelxning
 number
 of
 positive
 responses
indicate
 that  the curriculum
 adequately
 reflects
 and
 addresses
 the rieeds
 of
 families.
 It
should
 be
 noted
 however
 that
 because
 the
 curriculum
 was
 presented
 to
 social
 workers
with
 whom
 the
 author
 had
 developed
 relationships,
 there
 is
 the
 possibility
 that
 the
 social
worker's
 personal
 and
 professional
 relationships
 with  the  author
 affected
 the
 responses.
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Another
 conclusion
 that
 can
 be
 drawn
 from
 the
 responses
 is
 that
 the
 curriculum
presentation
 was
 well
 organized
 and
 communicated
 effectively.
 All  respondents
indicated
 that
 the
 material
 was
 presemed
 effectively
 and
 was
 well
 organized.
 The
 lack
 of
comments
 in
 the
 additional
 comments
 question
 could
 suggest
 that
 the
 participants
 felt
that
 the
 curriculum
 was
 through
 enough
 and
 did  not
 require
 additions
 or changes.
Implications
 for  Further
 Research
The
 author
 has
 identified
 several
 implications
 for
 further
 research.
 'More
 research
needs
 to be
 done
 in  regards
 to the
 experiences
 of
 "non-traditional"
 families.
 Much
 of  the
current
 research
 on families
 in  the  NICU
 focuses
 on
 the
 traditiona}
 nuclear
 family.
 The
experiences
 of
 more
 non-traditional
 families
 such
 as
 single
 parent
 families,
 adoptive
families,
 or families
 with
 same
 sex
 parents,
 have
 been
 virtually
 ignored.
 The
 author's
personal
 experiences
 in a NICU
 have
 indicated
 t}iat
 there
 are
 many
 different
 kinds
 of
families
 in
 the
 NICU,
 and
 that
 this
 is not
 reflected
 in
 the
 current
 research.
Further
 research
 also
 needs
 to be completed
 in
 regards
 to
 the
 experiences
 of
families
 from
 diverse
 cultures.
 A  great
 majority
 of  the
 current
 research
 on
 working
 with
families
 in
 the
 NICU
 focuses
 on
 Caucasian
 families.
 In
 many
 studies,
 families
 were
excluded
 if
 they
 did  not  speak
 English.
 This
 may
 have
 prevented
 many
 of
 the
 research
studies
 from
 gathering
 valuable
 information
 regarding
 not
 only
 the
 cultural
 differences
 in
experiences,
 but
 also
 from
 receiving
 information
 on how
 to
 best
 serve
 families
 of
 other
ethnic
 or  racial
 backgrounds.
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In
 analyzing
 the
 current
 research,
 there
 are
 additional
 family
 stresses
 that
 have
been
 identified
 by
 the
 author,
 but  are not  addressed
 in the
 research.
 For
 exampie,
 many
families
 experience
 extreme
 distress
 in
 relation
 to
 breastfeeding.
 Another
 stressor
 for
families
 that
 is not
 discussed
 in
 the
 research
 is
 how
 the
 death
 of
 other
 infants
 in the
 units,
and
 the
 distress
 of  their
 parents,
 affects
 the
 parents
 of
 surviving
 infants.
Further
 research
 is also
 needed
 in
 the
 area
 of
 parent-child
 attachment
 and
 the
hospitalized
 infant.
 While
 a majority
 of  the
 studies
 indicate
 a correlation
 between
hospitalization
 and
 compromised
 parent-child
 attachment,
 much
 of
 this
 research
 is 5-10
years
 old.
 There
 is also
 an absence
 of
 long-term
 studies
 to address
 this
 issue.
Implications
 for  Practice
Research
 regarding
 the experiences
 of
 families
 of
 more
 diverse,
 or
 non
 traditiohal,
backgrounds
 is sparse,
 which
 makes
 it
 even
 more
 critical
 that
 practitioners
 continuoasly
educate
 themselves
 to
 the
 special
 needs
 of
 these
 families.
 Unit
 social
 workers,
 and
 other
medical
 professionals,
 need
 to lend
 a critical
 eye
 to the
 unique
 experiences
 of
 these
families.
 Group
 facilitators
 must
 be
 open
 talkipg
 with
 families
 directly
 about
 their
experience,
 and
 how
 a group
 will
 benefit
 them.
 Group
 leaders
 must
 have
 the
 flexibility
to adjust
 and
 add
 to the
 curriculum
 as the
 needs
 of
 families
 of  diverse
 or  non-traditional
backgrounds
 are identified.
Another
 important
 implication
 for  practice
 relates
 to
 the
 leader's
 ability
 to
 utilize
parent
 feedback.
 Feedback
 can
 be collected
 in
 one
 of
 two
 ways.
 First
 of  all,  parents
 will
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have
 the
 opportunity
 to
 provide
 feedback
 from
 the
 group
 through
 the
 weekly
 evaluation
given
 to group
 participants.
 The
 information
 gathered
 from
 this
 evaluation
 should
 be
taken
 seriously
 by  the
 group
 leaders.
 Recurrent
 themes
 or ideas
 that
 present
 themselves
in
 the
 evaluation
 may
 need
 to be woven
 into
 the
 group
 curriculum.
 Lastly,
 group
 leaders
should
 meet
 regularly
 to
 discuss
 their
 impressions
 of
 tha
 group
 and
 it's
 ability
 to
adequately
 address
 the
 needs
 of
 the
 members.
The
 needs
 of
 families
 are
 continuously
 changing.
 Recurrent
 need
 assessmerits
therefore
 become
 a critical
 component
 in the
 success
 of
 the
 group.
 In
 order
 for
 the
 group
to adequately
 reflect
 the
 current
 needs
 of  families,
 ongoing
 assessments
 regarding
 those
needs
 become
 essential.
 Needs
 assessments
 also
 need
 to
 be
 created
 and
 distributed
 in
such
 a
 way
 as
 to be inclusive
 of
 families
 who
 adopt
 "atypical"
 visiting
 times,
 or are of
diverse
 or
 non
 traditional
 backgrounds.
The
 special
 needs
 of
 father's
 also
 need
 to be integrated
 into
 practice
 with
 grorips
and
 families.
 AS
 stated
 above,
 mothers
 completed
 the
 majority
 of  the
 parent
 surveys.
The
 needs
 and
 wishes
 of
 father's
 were
 greatly
 underrepresented.
 The
 anique
 experiences
and
 needs
 of  father's
 are
 also
 underrepresented
 in
 the
 research.
 Tliis
 lack
 of
understanding
 makes
 it  even
 more
 critical
 that
 the
 group
 facilitators
 make
 deliberate
efforts
 to illicit
 specific
 information
 from
 father's
 regarding
 their
 needs
 and
 what
 will
 be
helpful
 to them
 during
 their
 baby's
 hospitalization.
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Conclusion
The
 birth
 of
 a premature
 or
 ill
 infant
 can
 be
 an extremely
 stressful
 experience
 for
most
 families.
 Family
 members
 are
 thrust
 into
 a situation
 in
 which
 they
 are
 overcome
with
 feelings
 of
 anger,
 loss,
 guilt,
 and
 devastating
 sadness.
 Many
 families
 are
 unprepared
for
 this
 type
 of  trauma
 due
 to a variety
 of
 reasons.
 They
 may
 lack
 appropriate
 coping
skills,
 or be experiencing
 additional
 stresses
 such
 as
 poverty
 or
 unemployment.
 Research
has
 indicated
 that
 these
 circumstances
 may
 put
 both
 the
 family,
 and
 the
 infant,
 at
 risk
 for
future
 issues
 relating
 to
 parenting,
 parent-child
 attachment,
 and
 the
 cogriitive
 aiid
developmental
 progress
 of  the
 infant.
The
 introduction
 of
 Family-Centered
 Care
 into
 Neonatal
 Intensive
 Care
 units
 has
provided
 caregivers
 with
 a new
 perspective
 into
 the
 plight
 of  the
 family.
 Families
 with
 a
hospitalized
 infant
 are
 now
 seen
 in
 a more
 hclistic
 perspective;
 what
 is
 nappening
 to
 the
infant
 impacts
 the
 entire
 family
 system.
 The
 impact
 of  this
 situation
 on the
 family
 can
greatly
 effect
 the
 later
 growth
 and
 development
 of  the
 child,
 and
 of
 the
 family
 as
 a whole.
The
 focus
 of
 this
 project
 has
 been
 to develop
 a support
 group
 cuiriculum
 for
parents
 of
 hospitalized
 infants.
 The
 author
 answered
 the
 research
 question;
 what
 are
 the
common
 issues
 experienced
 by
 parents
 of
 infants
 hospitalized
 in
 the
 Neonatal
 Intensive
Care
 Unit?
 This
 question,
 along
 with
 data
 derived
 from
 a parent's
 survey
 distributed
 in
the
 unit,
 was  used
 in
 the
 development
 of  the
 support
 group
 curriculum.
 This
 curriculum
was
 designed
 within
 the
 scope
 of  Family-Centered
 Care
 and
 current
 research.
 The
support
 group
 curriculum
 was
 developed
 using
 several
 theoretical
 frameworks;
 Systems
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Theory,
 Attachment
 Theory,
 and
 Group
 Work
 Theory.
 The
 focus
 is on
 the
 care
 and
support
 of
 the
 entire
 family,
 which
 research
 has showri
 to be
 of
 considerable
 benefit
 to
both
 parent
 and
 child.
 The
 curriculum
 is
 also
 inclusive
 in that
 it  involves
 the
participation
 of  other
 disciplines
 in
 the
 hospital.
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1. Would
 it be helpful
 for
 you to
 meet
 with other
 parents
 in
 a'group
 setting
 to
share
 the experience
 of
 having
 your baby
 hospitalized?
OYes
 CJ!
 No
2.
 What
 time  of
 day  would  be
 easiest
 for  you
 to meet?
OEarly
 afternoon
[1 l_ate
 aftemoon
Early
 Evening
3.
 How  frequently
 would
 you
 like  to
 meet? [70nce
 a week
0  Every
 other
 week
rl  Once
 a month
 ,
4.
 What
 format
 would
 be helpful? [1 Supportive
fl  Informatioria)
0  A
 combina(ion
 of
 these
 two
0  0ther
 (please
 describe
 on
the
 back
 of this
 form)
5.
 Woalditbeeasiertomeetwithotherparentsifitwerecombinedwith
mealtime? Cl Yes  rJ
 No
[1 0pen
 discussion
6.
 Whichofthefollowingtopicsismostinterestingto)ioa?
 -aHearfromotherparentswho
(7 have
 been
 through
 similar
-experience
a  Share
 your
 diild's
 story
0  Challetiges
 of  your
 diild's
hospitalization
aBalan6ng
 home
 life and
work
 with
 the  hospital
D Spiritual
 issues
[JTalk
 about
 your  chi)d's  future
zSupport
 systems
 (family,
_
 friends,andcommunity)
aCommunity
 Resources
,anther
 (please
 describe
 on
the
 back  of this  form)
7. Other
comments
8. Who filled
 out this
 form?
luMom
 i
10Dad
 I
iO  Parents
 together
 J
A-1
Appendix
 A
Parent
 Survey
Thank
 you
 for
 taking
 the
 time
 to fill
 this
 out.
l-.HONESalr41(illllSlRalCLSlSoCi;llWork(]epartnlentlMAR'rllAlParclltSurveyd(1C
 02/10/00
 34811M
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Group
 Attendance
 Sheet
Group
 Attendance
 Sheet
 Date:
1.
2.
3.
4.
6.
7.
8.
9.
10.
11.
12.
13.
14.
15.
Strong
Anguished
Clumsy
Terrified
Fantastic
Bitter
Guilty
Isolated
Haffl
Exhausted
Angry
Responsible
Annoyed
Determined
Contended
Optimistic
Miserable
Anxious
Incapable
Nervous
Overlooked
Appendix
 C
List
 of
 Feeling
 Words
Fulfilled
Loving
Low
Insecure
Jumpy
Puzzled
Discounted
Regretful
Gratified
Calm
Dejected
Useless
Incomplete
Enthusiastic
Hopeful
Awkward
Shake
Slighted
Trapped
Weak
Uncertain
A-3
Ecstatic
Devastated
Hurt
Confused
Stunned
Vulnerable
Thrilled
Sad
Pessimistic
Infuriated
Lonely
Strong
Disappointed
Lost
Grieved
Resent:tul
Distant
Excluded
Inept
Overwhelmed
Connected
A-4
Appendix
 D
Weekly
 Evaluation
The
 thing
 I found
 most
 helpful
 about
 today's
 group
 was...
Something
 new
 I would
 like
 to
 see
 in
 the
 group
 is...
One
 thing
 I would
 ]ike
 to
 change
 about
 the
 group
 is...
My
 favorite
 part
 of
 the
 group
 was...
A-6
Appendix
 B
Relaxation
 Exercise
 Script
The
 following
 exercises
 are
 breathing
 exercises
 that
 will
 help
 relax.
 Once
 you've
done
 these
 exercises
 you
 can
 (TO
 them
 anytime
 to
 help
 yourself
 feel
 relaxed
 and
 less
stressed.
 These
 exercises
 are
 adapted
 from
 the
 Anxiety
 and
 Phobia
 Workbook
 by
Edmund
 Bourne
 (1995).
Abdominal
 Breathing
 Exercise
1.
 Note
 the
 level
 of
 tension
 you
 are
 feeling.
 Place
 one
 hand
 on
 your
 abdomen
 right
beneath
 your
 rib
 cage.
2.
 Inhale
 slowly
 and
 deeply
 through
 your
 nose
 into
 the
 "bottom"
 of
 your
 lungs-in
 other
words,
 send
 the
 air
 as
 low
 down
 as
 )iou
 can.
 If
 you're
 breathing
 from
 )iou
 abdonien,
 yourhand
 should
 actually
 rise.
 Your
 chest
 should
 move
 only
 slightly
 while
 your
 abdomen
expands.
3.
 W}ien
 you've
 taken
 in
 a full
 breath,
 pause
 for
 a moment
 and
 then
 exhale
 slowly
through
 your
 nose
 or
 mouth,
 depending
 on
 your
 preference.
 Be
 sure
 to
 exhale
 f'ally.
 Asyou
 exhale,
 allow
 your
 whole
 body
 to
 just
 let
 go
 (you
 might
 visualize
 your
 anns
 and
 legsgoing
 limp
 as
 a rag
 doll).
4.
 Do
 ten
 slow,
 full
 abdominal
 breaths.
 Try
 to
 keep
 your
 breathing
 smooth
 and
 regular,
without
 gulping
 in
 a
 big
 breath
 or
 letting
 your
 breath
 out
 all
 at
 once.
 It  will
 help
 to
 slow
down
 your
 breathing
 if
 you
 slowly
 count
 to
 four
 on
 the
 inhale
 (1-2-3-4)
 and
 'ihen
 slowly
count
 to
 four
 on
 the
 exhale.
 Remember
 to
 pause
 briefly
 at
 the
 end
 of
 each
 inhalation.
Count
 from
 ten
 down
 to
 one
 counting
 backwards
 one
 number
 with
 each
 exhalation.
 Theprocess
 should
 go
 like
 this:
Slow
 inhale...Pause...
 Slow
 exhale
 (Count
 "10")
Slow
 inhale...Pause...Slow
 exhale
 (Count
 "9")
Slow
 inhale...Pause...Slow
 exhale
 (Count
 "8")
And
 so
 on
 down
 to
 one.
 If
 you
 start
 to
 feel
 light-headed
 while
 practicing
 abdominal
breathing,
 strop
 for
 15-20
 seconds,
 and
 then
 start
 again.
5.
 Let's
 continue
 with
 this
 exercise
 by
 doing
 two
 or
 three
 "sets"
 of
 abdomir>al
 breaths,
remembering
 to
 count
 backwards
 from
 ten
 to
 one
 for
 each
 set.
A-6
Calming
 Breath
 Exercise
The
 calming
 breath
 exercise
 is
 adapted
 from
 yoga
 techniques.
 It
 is
 a
 very
 e.fficient
technique
 for
 achieving
 a deep
 state
 of
 relaxation
 quickly.
1.
 Breathing
 from
 your
 abdomen,
 inhale
 through
 your
 nose
 slowly
 to
 a
 count
 of
 five
(count
 slowly
 "one...two...three...four...five"
 as
 yoa
 inhale).
2.
 Pause
 and
 hold
 your
 breath
 to
 a count
 of
 five.
3.
 Exhale
 slowly,
 through
 your
 nose
 or  mouth,
 to
 a
 count
 of  five
 (or
 more
 if  it  takes
 you
longer).
 Be
 sure
 to exhale
 fully
4.
 When
 you've
 exhaled
 completely,
 take
 two
 breaths
 in
 your
 nonnal
 rhythm,
 and
 then
repeat
 steps
 I through
 3 in
 the
 cycle
 above.
Repeat
 this
 cycle
 for
 2-3
 minutes.
*
 Ren'iember
 to  keep
 your
 breathing
 smooth
 and
 regular.
*
 Each
 time
 you
 exhale,
 you
 may
 wish
 you
 say
 "relax"
 or
 "calm"
 or
 any
 other
 relaxixig
word
 or
 phrase
 to
 say
 silently
 to
 yourself.
 If  you
 keep
 this
 up
 eacti
 time
 you
 practice,
eventually
 just
 saying
 your
 relaxing
 word
 by  itself
 wili
 bring
 on
 a
 mild
 state
 of
relaxation.
A-'i
Appendix
 F
Cues
 of  Premature
 Infarits
Coping
 Signals Stress
 Reactions
Smile Leg  brace Spit
 up
Mouthing Hand
 on
 face Gag
Ooh
 face Suck
 search Hiccough
Gentle
 locking Sucking Burp
Cooing Hand  clasp Pass
 gas
Speech
 movements Foot
 clasp Sneeze
Quiet
 and  alert Hand
 to
 mouth Yawn
Relaxed
 limbs Grasping Gaze
 avert
' Smooth
 'oody
 movements Fisting Frown
Relaxed
 facial
 expression Finger
 fold Fuss
 ,
Bracing
 body Salute
Drowsiness
 or
 light
 s!eep Finger
 splay
 '
Grimace
Archirig
Eye  floating
Airplane
Tongue
 thrust
Stretch/down
Wimperlike
 soands
Gasp
Adapted
 from
 Understanding
 My
 Signals:
 He(p
 for  parents
 of
 premature
 infants.
 Brenda
Hussey-Gardner,
 Ph.D.,
 M.P.H.
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Support  System  Grid
My  Support  System
A-9
Appendix
 H
Self-Care
 Activities
Take
 a walk
Take
 hot  shower
 or
 bath
Talk
 to
 a friend
 or
 family
 member
Watch
 TV
 or  read
Turn
 off  the
 lights
 and
 breath
 deeply
Exercise
Laugh
Light
 a candle
Take
 a
 nap/get
 an  adequate
 amount
 of  sleep
Meditate/deep
 breathing
 exercise
Begin
 a journal
Listen
 to music
Appendix
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Presentation
 Evaluation
Curriculum
 Presentation
 Evaluation
hank
 you
 for
 taking
 the
 time
 to
 fill
 out
 this
 evaluation
 form.
 Your
 imput
 is essei'itia}
 to
 the
intinuing
 development
 of  this
 support
 group
 curriculum
 and
 my  thesis
 project.
 Please
 use
 t}ie
iting
 scale
 as
 follows
 when
 answe.ting
 the
 questions:
SD=Strongly
 Disagree
 D=Disagree
 N=No
 Opinion
 A=Agree
 SA=Strongly
 Agree
The
 presenter
 communicated
 the
 material
 effectively.
SD D N A SA
The  presentation
 expanded
 my  knowledge
 of  this
 topic.
SD D N A SA
The  presenter
 appeared
 to
 have
 a
 good
 understanding
 of  the
 material.
SD D N A SA
The
 curriculum
 design
 will
 appropriately
 address
 the
 needs
 of
 the
 group
 paiticipants.
SD D N A SA
The
 curriculum
 topics
 are
 relavant
 to
 the
 needs
 of  the
 group
 participants.
SD D N A SA
.dditional
 Comments:

